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ABSTRACT 

The first four volumes of the ''Coalition Quarterly" 
iournal are compiled in this document designed as management 
resource for consumer organizations (especially parent coalitions) 
that operate centers for families of handicapped persons,. The 
introductory issue describes the intent of the publication^ proposed 
topics for future issues^ and the background and history of parent 
coalitions and early parent centers. Necessary first steps in 
formally establishing a parent center are described^ and issues 
including philosophical assumptions^ their embodiment in 
organizational structure^j and the need for a legal structure^ are 
discussed. Volume II discusses personnel management as it applies to 
staffing the parent center including issues governed by law and 
common personnel practices that have evolved among parent centers. 
Basic information about nongovernmental funding sources available to 
coalitions and orgianizations representing people with disabilities 
and information about federal and state^ government funding sources is 
also provided. Volume III focuses on federal government standards for 
management of funds received^ specifically addressing topics 
including documentation of monies disbursed^ and use of federal audit 
standards. Additional issues in this volume discuss volunteer 
resources and introduces the Education of the Handicapped Act 
Amendments of 1983. Finally^ Volume IV reviews recent legislative 
initiatives in the field of special education and vocational 
rehabilitation • (AA) 
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INTRODUCTION 



Coalition Quarterly is designed as a management resource 
for consumer organizations, including parent coalitions, that 
operate centers for families of handicapped people* Within 
each coalition^ there are individual parents and other advo- 
cates who bring their own unique perspectives and sensiti- 
vities to the goal of improving life for persons with 
handicaps* Not all, however, bring a full acquaintance with 
the tasks and problems involved in creating an organization 
that will enable them to achieve their goals* The purpose of 
this project is to supply as much as possible of that needed 
management information . 

By collecting , S3mtliesizing , arid disseminating the 
wealth of managemerit expertise that parent centers have 
accumulated during the past ten years, we hope to support and 
enrich newly forming centers. We will define the problems, 
identify some resources, and identify some possible solu- 
tions* Options and best practices which have proven useful 
will be discussed and their application to a variety of 
situations and organizational models will be suggested. 

Forthcoming issues of Coalition Quarterly will offer 
selections written by parent leaders throughout the country 
who will describe firsthand both the problems they have 
encountered and the solutions they found. "^'ou will see the 
importance of flexibility and commitment as these leaders 
apply innovative strategies to suit the Ainique political and 
social climate of their communities i 

There are basic problems common to all centers. When 
addressing these, we will give concrete, "how- to-do-it" 
information. In order to provide comprehensive, relevant 
inforiDtiation we also need input from the "grass roots." Let 
us hear from you* Let us know what topics would be most 
informative, stimulating, and helpful to you. Consider your- 
self a primary contributor to future editions and help us 
improve them. 

Although r use of the term "parent centers" indicates 
the primary audience for whom this publication is being 
prepared, we hope that much of the information will also be 
useful to a larger audience of organizations serving handi- 
capped people and their families. 



BACKGROUND 

The decade of the nineteen seventies brought about 
revolutionary changes in the education of and related 
services for handicapped children. Change came through cases 
in the federal courts (PARC, Mills), through new state 
special education laws, and finally through powerful federal 
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laws: the Education for All Handicapped Children Act (P*L. 
94-142) and Section 504 of the Rehabilitation Act* Crucial to 
these changes has been a drastically changing role for 
parents of the children to be served* The new mandates give 
parents rights and responsibilities for which they have never 
been prepared, just as most have never been prepared for the 
role of parenting a handicapped child. 

Parents of handicapped children were prime movers 
bringing about these improvements, although the most opti- 
mistic were sxirprised by the speed with which change 
occurred* Consequently, even those parents who pushed hard 
for the changes were scarcely prepared to assume the new 
responsibilities required of them on behalf of their own 
children* Partly through personal experience, parent leaders 
around the country quickly realized that if these dreams were 
to be realized, if the laws were to be fully implemented, 
large numbers of parents must receive information and 
training in order to access their newly gained rights and to 
perform their responsibilities* 

It also became clear that parents of children with 
various: disabilities shared more similarities than 
differences in their experience as parents; they needed to 
form a new kind of organization that would benefit all 
handicapped children, rather than limit their efforts to 
particular disability interests and continue to compete with 
each other for legiislative and fiscal improvements. Thus, 
parent leaders in many sections of the country came together 
in their own state or metropolitan region to formalize 
coalitions consisting of parents whose children had a variety 
of handicapping conditions. 

From region to region the coalitions have varied in 
detail; some have only organizations as members, some have 
only individual persons as members, and some have both groups 
and individuals as members. Some include organizations of 
diasabled adults and other consumer advocates; others include 
primarily parents. They vary in other details of history and 
manner of functioning. Hpwever, they all share three 
characteristics: they cut across disabilities, they are run 
by and for parents of handicapped children, and they have as 
their large overriding goal the promotion of services for 
handicapped children and their families, with decisions about 
those services based on genuine input from the families 
affected. 

Since the pilot project in 1975, several parent 
coalitions have received funds from the Bureau of Education 
for the Handicapped and from a variety of other sources to 
enable them to operate centers to provide information, 
training, and many other services for parents of handicapped 
children. There was official recognition that parents needed 
information and training in order to effectively participate 
in new special education processes* 
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When the early parent centers were established, experi- 
enced staff members at Closer Look (the National Information 
Center for the Handicapped) gave valuable technical assis- 
tance on the operation of information and referral projects. 
Also, from the beginning, the leaders of parent centers have 
enthusiastically helped each other as much as possible. As 
the parent centers have grown, proliferated, and become 
involved in a wider range of programs, new needs in manage- 
ment have emerged. These rieeds have ofteri transcended those 
encountered by an organization limited to information and 
referral. Leaders of the parent centers have worked^ and 
continue to work closely with each otiher, and with the staff 
of Closer Look, trying to solve problems together by brain- 
storming and sharing experiences. It is oiar hope that 
Coaliticn Quarterly will offer a more formal and more effi- 
cient method for collecting and disseminating the specialized 
management information needed by parent centers. 



PROSPECTUS 



Basic Format and Overall Content 



This is the first in a series of twelve issues which 
will be produced over the next three years. We will utilize 
a monograph format, and each quarterly will address two or 
more related topics. 

A preliminary survey of parent centers has identified 
some of the topics to be included. The format, however, is 
tentative and will be adapted to suit the heeds expressed by 
our readers. 

Volume I is ah overview of the management problems that 
were identified in our survey of parent coalitions. These 
problems are examined in three major groupings: (1) organi- 
zational problems that face any similar operation; (2) prob- 
lems arising from the unique history of coalitions; and 
(3) problems specific to the operation of these particular 
centers. 

This first issue contains background information, a 
discussion of the six topics to be included in the next three 
quarterlies, and an invitation for readers to respond with 
additional topics. The following three issues (Numbers 2, 3, 
and 4) will lay out the problems and present some solutions 
that have worked or examples of other possible remedies. 
(These topics will be discussed in detail below.) 

Volume 11 will summarize best practices and expand upon 
the material outlined in Volume I. For example, a discussion 
of varying ways to organize coalitions will include several 
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INFORMATION IS POWER! 



Let US know what information is raorit needed by your organi- 
zation at this stage of operation. The more responses we get 
from you, the more representative our information will be and 
the better suited to your heeds. 

Following is a checklist of management areas that you or your 
staff may need to acquire or improve upon: 



case management , 
contract management _^ 
financial management 
personnel management 
planning accounting 

for non-profits 

affirmative action _^ 
working with boards _ 
conflict management _ 



crisis management ^ 

decision making ^ 

legislative process _ 

time management ^ 

legislative process _ 

time management 

volunteer recruitment 

staff evaluation 

program evaluation 

public relations ^ 



OTHER: 



Your Name: 

Name of Organization: 
Address: 



Phone: ( ) _ 

\lhat services are provided by your organization? 



What is your professional role? (Administrative, direct 
client service, financial, supervisor, other?) 



Federation for Children with Special Needs 
120 Boylston Street, Suite 338 
Boston, Massachusetts 02116 
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different annotated model bylaws. For the center operated by 
a coalition, organizational charts will be developed to 
illustrate variations in size and complexity. A section on 
funding will include an up-to-date list of funding sources, 
suggested outlines for proposals and examples of model 
budgets. A plan for affirmative action, a model set of 
personnel policies, and a plan for implementing Section 504 
of the Rehabilitation, Act will also be included. These will 
be based on actual , successfully implemented examples i 
Finally, in an effort to standardize record keeping and 
documentation among the centers, the Coalition Quarterly will 
offer examples of var iotas forms that have proven useful, i.e. 
intake forms, travel and expense sheets,, weekly time 
schedules. 

Volume III , Numbers 1 and 2 will report on additional 
options that have been identified during the previous months. 
Number 3 will examine the possibilities and problems of 
developing a more formal relationship among parent 
coalitions. We will begin to apply the best practices in 
specialized management described in earlier editlomi to the 
inter-relationship of the centers nationwide. The final 
issue will deal with the role of experienced parent centers 
in replication in geographical areas where there are no 
centers. The Coalition Quarterly will stress the importance 
of a cooperative efforiE that is possible only through 
coalition building, bringing together groups that otherwise 
would duplicate efforts or even compete against each other. 

Specific Topics for Volume I 



The next issue (Volume I, Number 2) will consider the 
task of formalizing organization. Content will be presented 
in two sections: "Necessary First Steps" and "Resources 
Available to Parent Centers." 

Before taking the legal steps required to formalize 
their organization, it is necessary for the coalition to 
clearly articulate and put into writing those assumptions 
that are shared by the group. These shared values will 
determine the group's goals and objectives. They will also 
point the way to a structure that will promote rather than 
diminish the group's overall purpose. The following elements 
of basic organization will be discussed as well as their 
implications: 

Incorporation 
Non-Profit Status 
Tax-Exempt Status 
Bylaws 

Fiscal Management 

Record Keeping and Documentation 

Reporting Requirements 

ERLC 
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We will examine options, list help that is available and 
resoiirces that should be explored. IJherever possible, sample 
forms for documentation and sample budgets will be presented 
as well as suggestions to simplify the tasks and save time. 

The section on ''Resources" will examine two types of 
centers p those operated primarily by volunteers and with 
limited resources, and those centers that have felt the need 
to raise sizeable amounts of money, largely from grants. 

One coalition has deliberately chosen not to accept 
government funding of any kind. The director of that 
coalition will describe the advantages and hazards of such a 
decision as it has worked for that group. 

A discussion of the funded centers will concentrate 
primarily on problems that funding presents to parent 
coalitions: 

- avoiding competition with member organizations; 

- avoiding rest'^ictions that too narrowly limit 
activities; 

- maintaining the flexibility to allow a change in 
emphasis without drastically altering activities. 

We will emphasize the importance of operating with a variety 
of funding sources and cite examples of successful efforts of 
this kind. References will be made to available publications 
on fiscal management and resources. 

ieicic 

Volume I , Number 3 will focus on advocacy and the 
relationship of the center with other organizations. These 
areas have presented problems that are specific to the 
operation of parent centers. Advocacy issues will be 
examined in two areas: case advocacy and issue advocacy. 

Case advocacy is defined as one trained parent helping 
another parent to access services for his/her handicapped 
child. A committment to this type of individual advocacy 
poses several problems: 

- There is a danger of developing a new dependency 
system rather than encouraging parents to develop 
their own resources. 

- Advocacy organizations, once they become known, are 
often deluged with more requests than they can ade- 
quately handle. 

- Most staff members, as parents of handicapped children 
themselves, are strongly committed and, therefore, 
they are particularly vulnerable to "burnout." 
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- It is usually not cost effective to provide one-to-one 
service, especially if that is the only or primary 
function of the staff. 

Various centers will prepare articles describing the strate- 
gies they have devised to solve some of these problems. There 
will also be a brief article on ways to establish a system of 
paralegal advocates to represent parents in formal adminis- 
trative hearings. 

The purpose of issue advocacy is to effect changes in 
existing mandates, policies, and procedures. By using 
individual cases for ongoing needs assessments, many centers 
have learned to spot systemic problems, and taken steps to 
change the system rather than to continue solving them on a 
one-to-one basis. Another form of issue advocacy is parental 
input in policy making. Some of the issues in advocating for 
system or policy changes that will be highlighted are: 

- the development of expertise necessary to affect 
policy; 

- the value of litigation and issues to be considered; 

- situations and local conditions that help determine 
strategy; 

- the importance of documentation; and, 

- how much and what kind of lobbying can be justified. 

Success stories of this type of advocacy will demonstrate how 
local situations determine strategies. 

Among the questions involved in systemic advocacy are 
those concerned with a coalition's relationship with other 
organizations. In general, groups working on behalf of 
handicapped children want to cooperate with other organi- 
zations, but that goal is not always easy to achieve. The 
Coalition Quarterly will offer information on: 

- stategies to avoid duplication of effort; 

- ties with organizations of disabled adults; 

- how to encourage parents to become involved with the 
parent organization that best represents the interests 
of their child; 

- the relationship of center's staff with member organi- 
zations; 

- the role of board members in the center and with other 
groups; 

- interaction of staff members with other organizations, 
ie. , what is center related and what is not. 
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Issues pertaining to personnel policies and practices 
for paid staff and for volxinteers will be discussed in Volume 
I, Number 4. For example, hiring practices are sometimes 
complicated by the unique history of these organizations: 
most centers were started by volunteers who were parents of 
handicapped children. In making the transition to a paid 
status there may be a tendency to hire "professionals" and 
overlook the original volxinteers • Ftirthermore , funding 
limitations sometimes limit the number of paid staff , and 
thus some istaff must remain in a volunteer capacity. There 
are issues* that must be considered in a hiring policy of 
preference for parents of children with special needs. Other 
elements of staff management as they relate to parent centers 
include: 

* timely payment of employee taxes; 

- state and federal labor practices; 

- overall policies regarding sick leave, vacation, 
holidays and other employee benefits; 

- policies for part-time employees; 

- staff development and training; 

- staff evaluation and rewards; 

- participation in short and long-term planning; 

- use of consultants. 

Volunteer services have been r valuable resource used by 
many centers as a way to expand their effectiveness. Centers 
will be asked to report on their successes with volxinteers, 
including retired persons, parents, students, trainees in 
sheltered workshops and vocational training programs. There 
are possibilities and limitations among all groups and it is 
important to keep these in mind when setting expectations. 
Sometimes rewards are built into the job; for example, stu- 
dents on field placement who receive course credit. Ways to 
offer rewards when they are not built into the job will be 
explored . 



FOLLOW-UP ASSISTANCE 

In the event that the information contained in the 
Coalition Quarterly stimulates further questions or a need 
tor more in-depth information, please call or write to us at 
the Federation. We will do our best to provide you with the 
assistance you need. Contact: 

Janet Vohs, Editor 

Martha Ziegler, Project Director 

Federation for Children with Special Needs 

120 Boylston Street, Suite 338 

Boston, Massachusetts 02116 

o ^ ^ 

ERXC Bhone (617) 482-2915 
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This isf .a of Coalition Quarterly is devoted to the nuts and bolts of 
formally establishing a "center" that will offer information, training, and/or 
other services to families of handicapped children or adults. The discussion 
will emphasize the relationship between philosophical assumptions and the formal 
decisions that must be made around the legal requirements for incorporation, tax 
exempt status, fund raising, and actual operation of such a center. 



PHILOSOPHICAL ASSUMPTIONS 

In forming coalitions across disabilities, parents do not intend to make 
obsolete the efforts of the many community organi25ations promoting the welfare 
of -people with .particular handicaps. Wherever \there are issues of common 
interest to all groups, the coalition works to coordinate activities, to avoid 
duplication and to provide generic services for families of handicapped 
children. 

Central to the operation of parent centers is the careful and" clear arti- 
culation of shared goals and values. In general, each newly operating center 
has tended to move along full steam ahead. to serve as many' parents of handi- 
capped children as possible without giving muqh thought to its underlying 
philosophy. There is, of course, an obvious tendency for like-minded people to 
join together in the first place. However, experience has shown that it is 
importrnt to take time out at an ^arly poiiit of operation to examine carefully 
the philosophical assumptions that are guiding the work. Such an examination 
can accomplish several goals: force the organissation to think through the bases 
on which their everyday activities are founded; help the staff prioritize their 
work; and uncover any areas of important disagreement that may have gone 
unnoticed. 

Preeminent among the philosophical assumptions shared by the parent centers 
now in operation is the importance of maintaining and promoting the parent's 
perspective at every level: parent to child, parent to parent, and parent to 
professional and policy maker. Parents are recognized as valuable resources, 
offering insight and solutions for their children's best interests.. They are 
seen as equally effective in their contributions toward the design, implementa- 
tion and evaluation of public policy. Underlying this attitude is a comnitment 
to the informed participation of all citizens in all stages of the policy-making 
process. This commitment reflects a national * trend which supports the contri- 
butions of all segments of society in advocating for consumer input into those 
policies affecting one's own life. 

In addition to this shared view about the importance of parents as "consu- 
mers," parent coalitions also share a fundamental philosophy about handicapped 
persons. Coalitions have used various techniques to articulate their philoso- 
phical assumptions. For example, during the fifth year of operating a center, 
the Federation for Children with Special Needs hired a consultant to help staff 
and board members prepare a long and short term plan for the organization. The 
consultant. Dr. Robert Audette, began by helping participants articulate the 
philosophical assumptions that had guided the activities of the center. Most of 
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the views described in Dr. Audette'a report are widely shared by parent coali- 
tions across the country: 

"The Federation not only believes that individual differences in 
people are normal but that these differences should be valued. While 
disabilities are not sought-after differences for any person, the 
Federation believes that disabilities provide children and adults with 
unique perspectives, insights and abilities which contribute to the 
quality of relationships between individuals as well as to the overall 
well-being of society. Consequently, they hold all persons, regard- 
less of the severity or type of disability, to be completely and 
beautifully human and important members of society. 

"Along with the high value which the Federation has for persons with 
handicaps is a belief in the value of children. Children are held by 
the Federation as the hope for the evolving improvement of humankind. 
Children are simultaneously the opportunity for the betterment of 
society and the vulnerable vi9tim3 of its short-sighted policies. 
Consequently, the Federation places great value on the family as a 
caring protector of children's vulnerability, as well as a catalyst 
for their healthy growth and development. Because parents are the 
leaders of families, the Federation places a tremendous value on the 
contributions parents can make toward supporting the health and 
development of their children at home as well as in society. 

"Finally, the Federation believes that the development, implementa- 
tion, and evaluation of public policy should have the informed and 
active participation of all citizens. To this end the . sderation for 
Children with Special Needs promotes the active and informed parti- 
cipation of parents of children with special needs in caring for and 
supporting their children at home, in their neighborhoods and communi- 
ties, and particularly in shaping, implementing and evaluating public 
policy which affects them."* 

This articulation of philosophy has assisted the Federation and the other 
parent centers in the national network in developing and promoting such 
additional goals as the following: 

A. At the local level, establish parent groups in every community with the 
capacity to: 

1. Impact on community policy affecting handicapped persons. 

2. Advocate on behalf of individual families regardless of income. 

3. Recruit and train other parents and interested persons in promoting 
similar values. 



♦ Audette, Robert. "Report to Federation for Children with Special Needs for 
Developing Five- Year Plan," March 1979. 
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B* At the state level » 

1 • Expand the age range of the entitlements that are now guaranteed by 
special education laws* 

2# Extend membership and benefit opportunities to other, often doubly, 
disenfranchised groups — for example, minorities, poor, migrant, 
.etc» 

C* At the national level, 

1 • Promote a noncategorical approach to special education and other 
services for handicapped persons* 

2* Establish a strong. network of parent centers througout the country* . 

' 3» Increase opportimities for participation by parents in federal 
policy decisions concemipg their children with special needs* 

Although there are differences in style apd emphasis from coalition to 
coalition, most share the philosophy outlined above* Their conmon challenge has 
been to effect a major public attitudinal shift from assiMptions about the inca- 
pacities of people with handicaps to a positive focus dh a person*** capability* 
This shift is gradually being achieved by reducing or eliminating historically 
discriminating restrictions in the political, social, and physical environment* 



Once the members of a coalition decide that in order to deliver the 
services needed by the families they represent the coalition needs substantial 
material resources, they then must make several decisions that are required by 
law and that should be shaped by the underlying philosophy* Although the 
obvious meaning of the term **material resources" is money, that term may also 
mean a variety of other things: free space, donated equipment, volimteer time, 
professional advice and services, for example* Solicitation of donations, 
whether money or goods, is greatly facilitated by the possession of tax exempt 
status and by careful adherence to the rules imposed by that status* 

I. Need for Legal Structure 

Once a coalition decides to operate a center requiring space, staff, 
equipment, and supplies — no matter how small the operation — the 
organization must meet the requirements of local, state, and federal 
governments* In order to meet those legal requirements, it is necessary to 
create a structure lAiich is, in many ways, similar to a business* Through 
this structure, the coalition can legally manage money, personnel, and taxes, 
and thus meet the costs of delivering the needed services — a newsletter, a 
hotline, parent training, for instance* 



♦ This section has been prepared by Attorney David Trott, who has served as a 
legal consultant to several parent centers* 



EMBODIMENT OF PHILOSOPHY IN ORGANIZATIONAL STRUCTURE* 
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2. What Structure? 



Leaders of existing parent centers, supported by their attorneys, strongly 
recommend that coalitions intending to operate centers take the steps neces- 
sary to become incorporated* The major benefits of that step are as follows: 

u. Limited Liability 

If an individual personally orders envelopes from the stationery store, 
and then is \mable to pay for them, that individual is responsible for the 
debt. • As a more dramatic example, the director of a parent d^nter might 
contemplate signing a one-year lease for office space at $600 per months 
If a corporation makes such arrangements (and does not deceive or commit 
fraud in doing so) , individuals are not held to the contract, the 
corporation is. Individuals ar.e not held responsible for the debts and 
liabilities incurred by the corporation. The corporation serves as a 
mechanism which allows people to start something new without risking all 
of their personal assets if the joperation does not work out. 

b. Credibility and Accountability 

The landlord renting office space wants to know that some entity is 
responsible for paying the rent. A corporation, registered with the 
state, with its own bank account and legal assistance, is assurance that 
contracts entered into will be duly honored. Similarly, if dues are 
collected, donations solicited, or newsletter subscriptions sold, the cen- 
ter is obligated to inform the state attorney general and tax officials. 
Agencies of government' charged with protecting the public interest are 
^ concerned whether the money is going to an individual person or is being 
collected for specific, limited, publicly authorized purposes and is being 
held separately for those purposes, as required by a group •s corporate 
existence. 

3. What Kind of Corporation: Non-profit and Tax Exempt? 

The nature of a corporation established for a parent center is obviously 
different from that of a profit-making business. Unlike General Motors, 
parent centers will not make profits, distribute dividends, or sell stock. 
Salaries and expenses need to be met, but parent centers typically do not 
seek a profit. 

Most states have specific laws allowing groups to establish a "non-profit" or 
"not-for-profit" corporation. The legal requirements are usually much 
simpler and the filing fees are much lower than those for businesses 
intending to make a profit. 

The primary reason for establishing a non-profit corporation, however, is 
federal tax law, specifically those requirements relating to the most likely 
sources of funding for coalitions — donations, charitable foundations, and 
government agencies. If the 'corporation is non-profit and if it meets other 
requirements, it can qualify for tax-exempt status under federal tax laws. 

Since there are occasional misconceptions, it is worth noting thatj by law, 
being non-profit does not automatically mean being tax exempt; acquiring tax 
exempt status is, in fact, a whole separate process. 
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Advantages of Tax Exempt Status 

A tax exempt corporation pays no taxes on its earnings or profits* It is 
possible for a corporation to be non-profit but still have occasional 
profits, :or net earnings* If such a corporation is not tax exempt, it 
would have to pay taxes on those earnings, however small or infrequent* 
Since parent coalitions operating centers are likely to have few profits, 
"this advantage is of little concern* 

More significant, though, is the fact that tax exempt status also frees 
the organization from a variety of other tax obligations, including sales 
and real estate taxes in most states* It does not, however, relieve the 
corporation from all taxes* For example, the tax exempt corporation must 
pay the federal excise tax on telephone use*^ 

Most important, of course, is the obvious fact that only with tax exempt 
status can an organization be eligible for various funding sources* Many 
federal and state government contracts and grants, especially in the 
health, education, and human service areas, cannot be awarded to for- 
profit corporations* In applying for such funds, federal tax exempt 
status is proof positive of eligibility* ^ 

Private charitable foundations are a frequent source of funds for coali- 
tions* These foundations are often interested in funding services for 
disabled children* They are themselves tax exempt and cannot give their 
money to another organization imless it also is tax exempt* 

Tax exempt status is crucial for coalitions that choose to rely heavily on 
donations* A person, group, industry, or other donor will receive a tax 
deduction for a gift to the coalition only if the coalition is tax exempt, 
and only if the organization has the particular form of federal tax exempt 
status that allows tax deductions for contributions [i50\ (C)(3)fl* Obvi- 
ously, donors arf* encouraged to increase the size of a gift if they too 
can benefit from 'the contribution by reduction in federal and state taxes* 
As a qualified tax exempt organization, a coalition assumes the same tax 
status as a church or hospital, and fund raising is greatly facilitated* 

How To Do It . 

Once the decision has been made to establish a non-profit, tax exempt 
corporation, several related steps should be taken* All experienced 
parent center directors concur that legal assistance must be sought for 
the formal incorporation procefss* Frequently such assistance has been 
donated by a parent or friend who is an attorney* However, coalition 
leaders agree that paying a legal fee for this work is money well spent 
and is likely to be money saved oyer a not-so-long run* 

Although many lawyers are familiar with establishing profit-making corpor- 
ations, the requirements for tax exemption are not commonly seen in the 
typical attorney-s practice* Thus it is preferable to engage an attorney 
who has done some tax exempt incorporation before* If that experience is 
not available, then the lawyer chosen should be someone who is willing to 
work closely with the applicant coalition and is willing to spend the 
needed extra time in learning this somewhat specialized area* 
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The specific^ requirements for tax exemption are pursued through the United 
States Internal Revenue Service. IRS Publication 577, "How to Apply For 
and Retain Exempt Status for Your Organization/* must be consultedv This 
publication, available free from the IRS, describes what must be followed 
in the incorporating papers which are filed in the applicant's state and 
with the Internal Revenue Service. Package 1023, "Application for Recog- 
nition of Exemption," should be acquired at the same time; this package is- 
. also available free of charge from the IRS. 

Preparing the corporate papers, and filing with the state and Internal 
Revenue Service will take the attorney some time, but the process is not 
too complicated to learn. State laws will vary slightly; the federal tax 
exempt provisions apply nationally. 

The key point in these papers is that the federal tax exempt language and 
purposes must be in the Articles of Organization. Inclusion in corporate 
bylaws in.ll not be sufficient. Hence, considerable time and effort can be 
?aved if tlie incorporation papers can be prepared simultaneously with the 
application for tax exempt status. It is possible ~ and frequently 
happens ~ for an organization to apply for and receive tax exempt status 
months or even years after incorporation. ^However, such delay can cause 
problems, including the sometimes complicated and time consuming process 
of amending the Articles of IhCwrporation^ and the bylaws. Certain acti- 
vities during the intervening time can even jeopardize acquisition of tax 
exempt status — lobbying, technical profits, for instance. Sometimes 
there must be involved negotiations with Internal Revenue in order to 
clear the record and receive tax exempt status. 

BASIC DOCUMENTS AND STRUCTURE REQUIRED BY LAW 

The three basic legal requirements for incorporation are as follows: 

Articles - filed with state; slightly difficult to change; the public 
record. 

Bylaws - filed publicly, tut easier to change; more details of internal 
structure. 

Board of - governing body; useful, especially for longer range thinking 
Directors and stability of organization* 

All three of these legal requirements are interrelated, but each has its own 
key points and potential problems to be dealt with. Each requirement is 
discussed in detail in the following sections: 

1. Articles of Organization 

Most states issue forms to be used for Articles of Organization that are 
similar and relatively simple. They constitute written assurance that 
bylaws have been adopted and that corporate officers have been selected. 
In most states, three positions are required: a president, a treasurer, 
and a clerk (or secretary). In some states, one person can fill all 
offices and in others up to three persons may be required by law. The 
officers may also be directors. 
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The incorporators can adopt temporary bylaws and select persons who agree 
to serve as directors until permanent bylaws can be developed and adopted 
and directors can be chosen according to those bylaws. 

Jnr.^'^\*^°'' *° certification of bylaws and directors, the Articles, of In- 
corporation must also include a statement of the riirpose of the corwra- 

li ouZZ : "T" f ^ P^^^'^* coalition, th^s staL^en^ 

• lUr^ \^ extremely important. It must embody the philosophy aJd 
goals of the organization, and simultaneously meet- the requirements 'for 
lS.."lT^t -ccorling to the rules of the Internal Revenue Se^ice' 

Thia latter requirement makes the statement of purpose somewhat Techier 
complicated than it otherwise would be.'^ ^t, againrprep^S^g U 
?hTs fs one of L ''""^"^ '"^^ ^'^'^ repetition of '^og'l^eJ! 

be Tst hel.f^n^i °' ^ appropriate attorney 

Ss fJt Z helpful because, in order to satisfy the requirements of the 
IRS for tax exempt status, this section of the Articles of Organization 
SsLT .v,° P^-PO^e and then further define ^he pS! 

pose(s) the means for achieving those purposes, procedures for corpoSe 

FoZUlT specifications for exemptions descried ^in Ss 

2. Bylaws -, 

r^i^*^ nf>f ^ ^"^f^ "^'^ ^^^^ how the organization will be 

IZ'tnJ^"'' formalize decisions about purpose, structure, and opeStion! 
Statutes regarding bylaws are generally permissive and they are coStJSed 

visio'S^w.^h'"'''^'i'''r*°^- ""^^ indicate^Sirab?: pJo' 

vi;sions with respect to internal regulations or management of the afffirs 
of the corporation. Explanations concerning the leg^ aspects of corpora" 

&hTce\^/^i^optrt?:« 

Although bylaws are often viewed as a technical, red tape nuisance that 

vLwi^^ aSe°f'H'^r''^.*^t'''"^ they really should be 

^ioT n ^ different light. They constitute a formal mechanism 

that allow an organization to establish a set of rules that?if carefSl?y 

conSif 't>:f''v,;;*."^'^-'^°'''*"*^ ^^''^-'''^ °^ ^---3' They shouM 
contain thoughtful decisions that will prevent needless controversy and 

coidition. ' " philosophy and goals of ?he 

Sc;r.^^^^^^ (idX^:'.-::r frTierorthfo-g::- 

^:S^^^n1oSl]^-^urlV-e^^3a^f - .ind"«i^ 

- name 

- purpose 

- terms and conditions of membership, classes of membership 

- affiliation and dues 

- number, qualifications, powars, duties and tenure of directors 
^ procedure for filling vacancies on board of directors 

- number of directors required for quorum 

- titles, duties, qualifications for officers 



- election procedures 

- procedures for removal from office 

- specific authorizations for bookkeeping and accounting 
•• 'date of regular annual meeting 

^ Boanner calling and conducting meetings 
fiscal year 

- procedures for inspection of records 

- procedure for alteration or repeal of bylaws 

- Roberts* Rules of Order, or other parliamentary rules 

Many of these provisions are standard legal requirements which can be 
adapted from other bylaws. Others have presented the need for sfome 
thrashing out of concerns and problems that are unique to coalitions. 
Following is a discussion of some* of the issues particularly relevant to 
such organizations: * 

1) Name ! 

The first issue relates to identity. The organization obviously needs 
a name. It is sometimes difficult to make a choice; yet if the choice 
is made on the basis of clear criteria and it generates enthusiasm, the 
name will rapidly gain momentum and therefore credibility. 

# 

Legally, even though the organization is a non-profit one, it must in- 
clude one of the following words: Limited (Ltd.), Incorporated (inc.), 
or Corporation (Corp.). The name should be consistent with the organ- 
ization's purposes. It cannot duplicate the name of any other corpora- 
tion within the state. 

There are several categories from which a name can be chosen. Descrip- 
tive names usually describe the activities or services provided. Famil- 
iar examples include: "*Re?ource/Information Center," "Child Advocacy 
Service," or "Parent Education or Training Center." An obvious disad- 
vantage of this type is that what starts^ out being an accurate descrip- 
tion can soon become outdated. A descriptive name, by too narrowly 
limiting the scope of activities, can prevent the flexibility needed to^ 
adapt to changing political and social circumstances. For example, 
some centers that originally limited their activities to information 
and referral soon found themselves providing case advocacy in response 
to constituent needs. Other centers which began with a focus on indi- 
vidual advocacy discovered that training groups of parents would help 
them realize their goals more effectively. As they gradually shifted 
their emphasis towards activities to promote independence and self 
advocacy, their original name no longer suited their activities. 
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Another possibility is a name which reflects the location of the cen- 
ter. Consideration should be given to a name which accurately reflects 
the region served by the Center. The name of a city or county may be 
too narrow, restricting outreach activities into other areas. Founda- 
tions which had previously given awards to organi25ation3 serving a 
particular city or area now recogni25e the impact of adjacent communi- 
ties and have begun to distribute their funds regionally. 

. Names also describe the structure of an organiztion. For example, 
••coalition," "council," and "federation" indicate an entity formed from 
a number of separate groups and connote a sense of continuity and 

. strength. This type of name allows for a great deal, of flexibility 
with respect to specific activities, although the major constituency or 
purpose will usually be part of the name, i.e., "Coordinating Council 
for Handicapped Children," "Federation for Children with Special 
Needs," "Coalition for Handicapped Citi25ens," etc. Possibilities 
.abound for combinations of all these types. Below are other general 

, criteria to consider in selecting a name: 

- It should be easy to read. 

- It should be easy to pronounce. 

- It should be suitable for use if the organization expands 
into different activities. 

. - It should be timeless. 

- It should relate' to the activities of the organization. 

2) Purpose 

The work done on developing the group's philosophical assumptions will 
pave the way for this section. 

In the bylaws, the purpose may be stated very simply, in everyday lan- 
guage. For example, the bylaws of the Coordinating Council for Handi- 
capped Children in Chicago state that the purpose of that organization 
"... shall be to obtain better services for all handicapped children 
through advocacy, public education, referral, and special services." 
Others have found it practical to write this section in much greater 
detail, including all of the leg^l provisions in the Articles of Organ- 
ization which will enable the coalition to conform to the federal laws 
on tax exemption. Although it is not necessary for these provisions to 
be written into the bylaws, it is excellent preparation for completing 
the information required in the Articles of Organization. 

It is appropriate to request copies of bylaws from other organizations 
with similar objectives. Since state laws vary, it is useful to exa- 
mine organizations within your own state. Federal requirements regard- 
ing tax status are applied nationally, so an out-of-state organization 
which has detailed bylaws, written explicitly to conform to federal 
laws, may also be helpful. (Volume II of Coalition Quarterly will con- 
/ tain sample bylaws and other model documents.) 



21 

10 



3) 'Membership 



The compos ..txon of membership will reflect the relationship of the 
organization to its coxxatituenpy as well as tha dominant values and 
atti.tudes of the organizers. 

Three major options ^^gardir*^ membership in coalitions are available: 

, ' - membership is limited to organizations 

« membership is limited to individual persons 

• membership may be composed of some combination of 
organizations and individual persons 

If the first option is chosen, a decision must be made regarding issues 
such as restricting membership to organizations whose primary member- 
ship is composed of parents of handicapped children. Will profession- 
als be permitted? Under what conditions? 

If individual members become the preferred choice, must they be 
parents? Profeasionals? If there is to be a combination of parents 
and professionals, what percentage of each is allowable? 

There are several arguments favoring an exclusively parent organiza- 
.tion. Recent national history has indicated that paid, professional 
staff generally outlasts parent volunteer efforts. They ultimately 
dominated organizations that once began as parent efforts; thus the 
original consumer emphasis and input were lost. Also, if parent lea- 
dership has evolved from a larger coalition representing a diverse 
perspective, there may be a need to create a forum which reflects 
solely the parent viewpoint. 

There are several arguments on behalf of restricting membership to 
organizations only. Some centers feel that a policy admitting indi- 
vidual membership places them in competition with those groups that 
already existed to represent specific disabilities. By having entire 
organizations represented, the center will: 

- prevent or reduce fragmentation; 

- consolidate fiscal and manpower resources; 

- add credibility by demonstrating that leadership can 
bring a variety of special interest groups together; 

- have a greater public impact because of larger numbers; 

- focus public awareness on common concerns among varied 
organizations. 

One way of exercising this option has been to allow organizations as 
members of the coalition with the individuals belonging to each organi- 
zation becoming individual members of the coalition. 
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If the group is to be comprised primarily of organizations, the choice 
becomes vhich parent groups^ This choice becomes difficult in areas 
where parent groups proliferate* Some groups are large, some small; 
some are statewidet some are not* If every parent chapter or local 
group became a voting member, th? Board of Directors could number in 
the hundreds* * The question is '•eally how to represent accurately the 
concerns of all parents, while having an organizational structure which 
can operate efficiently* ?y making provisions in the bylaws, it is 
possible to leave the issue of adding to and expanding the membership 
in the hands of thfi existing members and their Board of Directors* Such 
a .provision allows flexibility and leaves some of the difficult 
questions open to further discussion* 

If the group is to be composed primarily of organizations, there are 
some criteria for admission to membership to be considered: 

. - That the organization have a primary concern with children 
and/or consumers with special needs; 

- That it have a constituency made up primarily of parents; 

- That organizations of adults or other' adult consumers' 
advocacy groups be granted membership (may be non-voting, 
or advisory only); 

- The possibility of professional organizations that have consis- 
tently aligned themselves with parent advocacy efforts* 

These questions can be considered by representatives from organizations 
which have expressed' interest in joining the group* 

Individual membership only, or a combination of individual and organi- 
zational membership may be necessary in areas where there are few 
parent organizations established* Some centers have found it practical 
to admit individual members as a means of raising some of their funds 
through dues* In this case there is generally a separate fee for 
organizations and for individuals* 



4) Voting 

Voting privileges will vary depending upon the type of membership 
chosen* Should individuals have voting power equal to that of an 
organization? The Federation, which has only organizations as members, 
allows each organization one vote- This decision was reached after 
lengthy discussion and careful thou^t about such topics as competition 
and relative power; the conclusion might well be different for other 
parent coali.tions, depending on local needs* 
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5) Other Considenitions for Bjflaws 

a) Involvement of Professionals 



It may be important in the beginning to restrict membership to 
parents^ However, once a certain strength is achieved and recog- 
nized, it may promote the cause more effectively to have concerned 

* and aligned professionals involved, either as members of the board 
and ad hoc committees or as liaisons to assist idth cooperation and 
alliances vith professional organizations* 

Although a healthy distance fr<M professionals and professionalism 
is often appropriate, it is also important to avoid needlessly 
adversarial relationships. As a matter of fact, many centers are 
now conducting training ia parent/professional relationships, with 
both parents and professionals conducting and receiving the 

• training. 

b) Independence or Autonomy of Members . 

Parent leaders interviewed have found ,that specific organizations 
may have particular issues about which they feel strongly, and may 
disagree with other members. Such disagreement is an especially 
sensitive issue when a coalition issues public statements. 

A procedure can be adopted in the bylaws that would allow represen- 
tatives of member organizations to dissociate themselves ftom any 
activity or position of the coalition or organization that is not 
acceptable to its cozistituency, simply, by so stating. Since much of 
a coalition's strength derives from its consensus and unity, such a 
procedure creates room for disagreement without having to break off 
membership. Attempting to coerce agreement defeats that under- 
pinning. Paced with strongly held disagreement, coalitions might 
decide not to pursue the issue at all — or at least, to make very 
explicit the fact that, on this issue, only the agencies are in 
agreement. 

3« Board of Directors 

As indicated above, a board of directors is legally required for incorpor- 
ation purposes and serves as the governing body of the organization. The 
directors determine the policy and general direction of the activities of 
the corporation. 

The founding members must determine the criteria for directorship and the 
process and rules for election. These will reflect some of the same 
issues encountered regarding admission to membership. Possibilities for 
selection to the board may include: parents only; no such requirement of 
any kind; that the issue be left to each participating organization. 

The Board of Directors should be a critical resource for the organization 
and under no circumstances should they be dismissed as perfunctory. Care- 
ful consideration should be given to the selection of directors because of 



the perspective they can bring to the overall activities of the organ- 
isation. 

They are also 'iaportant liaison persons bringing credibility to fund- 
raising activities and broadening the community based network. 
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In the event that the information contained in the Coalition Quarter ly 
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the assistance you need. Contact: 

Janet Vohs, Editor 

Martha Ziegler, Project Director 

Federation for Children with Special Needs 

120 Boylston Street, Suite 338 

Boston, Massachusetts 02116 

Phone (617) 482-2915 
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INTRODUCTION 

A basic commitment to advocacy underlies nearly all the activities undertaken by centers operated by 
parent coalitions. This commitment is central in the history of the centers, since most are staffed by parents 
who became involved in coalition building and related activities as part of their own voluntary efforts as 
advocates. The previous issue of CoiUtion Quarterly (Vol. I, Numbers 2 and 3) dealt vrfth some common 
philosophical assumptions shared by parent centers and the way these are built into the organizational 
structures. This issue discusses in detail the application of philosophy in the form of advocacy and the 
relationship of advocacy to the management of a center. Because advocacy is so important both to the 
philosophy and to the operation of the centers, it wiU be dealt with in greater length than originally planned; 
thus this issue has been developed as a double issue. Numbers 4 and 5 together. 

Broadly defined, advocacy means to act on behalf of another to promote that person's causes as if they 
were one's own. Most important, advocacy requires placing the interests of the client above other 
considerations. For this issue of Coalition Quarterly, we have adopted the Kahn, Kamerman and McGowan 
division of child advocacy into two separate but related areas: case (one-to-one) advocacy and class, or 
systems advocacy^ We will emphasize the relationship between the two types of advocacy as seen in the 
operation of parent centers. 



PART 1: CASE ADVOCACY 

I 

The first article, CASE ADVOCACY IN THE PARENT CENTER, focuses on the management 
problems that arise from a total commitment to case advocacy. Within the context of this discussion, case 
advocacy means one trained parent helping another parent to acquire services for his/ her handicapped child. 
The need for case advocacy was especially compclling.when P.L. 94-142 and similar state special education 
laws were first being implemented because parents were faced with a whole new array of procedures and 
responsibilities for which they felt ill-equipped. Consequently, they sought assistance from other, more 
experienced parents for help in developing these new skills. 

Since most parent centers begin with case advocacy, a thorough understanding of both the benefits and 
problems accompanying this activity is crucial for developing preventive strategies for newcomers and 
redmedies for more experienced centers. 

At the core of the problems is a paradox. On one hand, the basic motivating force behind creating the 
organization is a strongly-felt personal commitment to help families. Yet, unless activities arc carefully 
managed, there is a danger of dampening the initial impulse by caseloads which can quickly become 
oven^helming. Also, as parent organizations, grow, their ability to effect change is no longer limited to 
individual cases and they often become involved in system advocacy. However, a total switch to system 
advocacy may fail to provide the strong personal gratification and inspiration that helping individual 
children does. This article outlines possible problems, offers some solutions, and gives a rationale for a 
continuing involvement in case advocacy. 

Following the discussion of case advocacy is an article entitled PARENT TRAINING: A STRATEGY 
FOR SOLVING THE PROBLEMS POSED BY CASE ADVOCACY. In an effort to solve some of the 
problems involve in an exclusive commitmer^i to individual case advocacy, -/arious parent centers over the 
past five years have been developing workshops or training sessions to supply groups of parents with the 
knowledge and skills they need to become confident advocates for their own children. Group centered 
training allows the center to reach many more parents and often serves as the foundation for parent-to-parent 
support systems, thus reducing the need for direct staff involvement in individual cases. By empowering 
parents to act on their own behalf, as well as for others, another danger, that of creating a dependency system, 
is avoided. 



« Kihn» A. J.» Kamerman. S. B. and McGowan, B.C. Child Advocacy: Report of a national baseline study, (DH EW Publication No OCD 
73-18). U.S. Government Printing Office, Washington, D.C., 1973. ' 
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PART 2: SYSTEM ADVOCACY 
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Tlic ultimate purpose of a parent center is to insure that the rights and interests of disabled persons will 
be protected. Although the questions that parents raise relate to many areas — financial entitlements, medical 
needs, respite care, recreational opportunitiesi etc. — the overriding expectation of parents seeking help from 
a parent center is the hope that an appropriate educational placement will be assured for their child. 
Frequently, achieving this goal requires direct, one*to*one assistance. 

Description 

This advocacy activity can be described as a continuum. Occasionally a parent vill call with a simple 
question requiring a simple factual answer (**Is my four-year-old deaf son eligible for special education?"). In 
most cases, however, one question leads to another, revealing new areas of uncertainty (**Does this eligibility 
include hearing aids? Transportation?"). An advocate*s involvement will gradually increase from providing 
factual information, to assisting in the interpretation of a child*s records and advising the parent on the 
propci procedural steps to uke, to accompanying the parent to official school meetings. Rnally, the advocate 
may act in a paralegal role and actually represent the parent in a formal administrative hearing. This 
transition from simple and quick to complex and time-consuming often places a far greater demand upon 
staff and volunteer networks than can easily be met. 

PROBLEMS 

Case advocacy is both a major strength and a potential danger for parent centers. Ironically, it is the 
organization's success that is the source of many of the dangers. For example, in most cases, because staff 
members are themselves parents of handicapped children, they have a great willingness to respond 
thorou^y to the needs of other parents, often at some personal cost. Consequently, the parents who call, 
often after many frustrating attempts to obuin help or information elsewhere, are pleased with the quality of 
assistance they receive. As parent centers become known as a source of this type of assistance, they are often 
deluged with more requests from parents; also, an established repuution for ^never giving up** makes the 
center the prime focus for referrals from other agencies for their most difficult cases. 

This increased demand saps more and more of the limited resources of the center. AIso,"since staff 
members are so strongly committed, they find it difficult to limit the demands made on their time and can very 
readily overextend themselves. Thus, an activity which offers great satisfaction quickly becomes 
overwhelming, leading to frustration and burnout. 

The problems associated with case advocacy are at the heart of most management concerns for parent 
centers and they arise repeatedly, although with a different slanti in every area of office functioning — staff 
management, funding, hiring practices, even office layout. Basically the problems fall into the following 
areas: , 

1. Philosophically, there is a danger of creating a new dependency system rather than 
encouraging parents to develop and respect their own resources as parents. 

2. Two major dangers go hand-in-hand with success: 

— Once an advocacy organization becomes known and respected it will often receive 
more requests than can be handled adequately; and 

— The successful organization becomes the focus for the most difficuk cases. In other 
words, the better the staff members do their work, the more difficult their work 
becomes. 

3. Since parent staff members are so strongly motivated, they are more vulnerable than others 
to the problem of burnout. 

4. In the traditional ways of accounting, it is not cost effective to provide this kind of service on 
a one-to-one basis, especially if that is the only or primary function of the staff. 
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In addition to the problems listed above, funding for individual case advocacy is almost non-existent. 
Long-Range Solutions 

One long-range solution to these problems is to provide parents with the opportunity to gain the skills 
and mformaaon they need to advocate effectively for their own children. Parent training designed to meet 

such a goahs discussed in detaU in the following article. This trainingserves not only to empower pare^^ 
increase their independence, but it also expands the organization's effectiveness; groups of parents receive 
mformatoon together rather than individuaUy. and many parents ate willing and able to help others as 
volunteers. *^ « 

The use of various forms of issue advocacy and the development of written materials, such as fact sheets 
on relevant laws, information bulletins on current legislation, lists of resources, etc.. also increase the center's 
ability to reach more parents, thus increasing cost effectiveness. 

finally, involvement in such a variety of activities provides a newness which helps staff members avoid 
burnout. • 

BENEFITS ' 

There arc many reasons for centers to maintain a continuing involvementin individual caseadvocacy in 
spite of the difficulties outlined earlier. The following is a brief summary of the major advantages: 

1. In order to supply parents with relevant information that will enable them to advocate on 
behalf of their own children, it is vital that trainers possess specific and current information 
about the problems parents are confronting. The development of appropriate written 
materials and. most particularly, the successful application of issue advocacy are dependent 
upon the information gained from direct individual case involvement on a continuing basis. 

2. Although there are dilemmas that are inherent in a strong personal commitment to young 
children and families, staff members find working on a personal basis with families most 
appeaUng. It satisfies their desire to help in a most basic and tangible way. It is children, the 
primary force behind the commitment, who provide the rewards When an individual child is 
helped, the gratification is immediate and powerful. Systems advocacy, on the other hand 
may take years to reach its goal and a person may never directly experience the results of he^ 
endeavors with the immediacy that individual case advocacy provides.^ 

3. There wiU always be instances when parents need one-to-one assistance. People with needs 
wiU caU; often these are the most compelling calls. They carry a message of urgency which 
can be an important force in creating change. Furthermore, they supply staff members with 
daily reminders of the relevance and urgency of their work. 

4. On a broader scale, an involvement witii case advocacy provides the collective 
documentation necessary to determine where and when systems need change. 
Transportation to and from school is an obvious example of a system-wide problem in many 
areas of the country. In order to effect changes, documentation must indicate the exact 
nature and scope of the problem. One parent center's involvement with transportation 
problems IS described in the article on system advocacy. 



5. 



Through their efforts with individual cases, the parent centers establish credibility among 
parents and estabUsh a reputation as an organization representing a parent consituency. 
thus strengthening the supports needed for successful involvement in class and system 
advocacy. 



' Britten, Elizabeth, "Surtinj a Parent Center". ^^ 
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MANAGEMENT SOLUTIONS 



As in any organization, a careful overall balance must be maintained between dealing with crises, usually 
on an individual basis (reactive), and long-range planning, which includes system advocacy and parent 
training (proactive). There are many ways to achieve a balance* Every center has its own focus and reaches its 
own equiUbrium depending upon the needs of its constituents, the social and political climate, funding 
requirements, and the talents and abilities of its staff. Organizational equilibrium is an evolving and ever- 
changing process. The fact that an organization changes is an indication that it is in touch with and responsive 
to its overall goals, rather than simply working for its own status quo. 

Experienced parent centers have offered the following suggestion^ to consider before case advocacy 
becomes overwhelming: 

— Determine the number of cases that can be handled; both by individual workers and by the 
center as a whole. 

Limit case load by employing alternative ways to meet the needs of parents. 

— Consider taking only certain types of cases for one-to-one involvement — those requiring 
due process, for example. ' 

* 

— Refer cases to other advocacy groups which may specialize^ in a given area. 

— Work closely with other advocacy organizations to avoid duplication and to enhance 
possibilities for cooperation. 

— Conduct training programs for parents in self-advocacy. 

— Develop handout sheets of resources and fact sheets on various rights: for example, listings 
of parent disability groups and procedural steps in due process. 

— Encourage staff members to serve on relevant boards and committees and to attend agency 
meetings as a means of participating in policy-making decisions. 

— Provide back-up support that staff members need to balance the highly emotiona. ^^ture of 
their involvement; i.e., set a time for staff members to sit back and talk, conduct inservice 
training for stress mstnagement, schedule regular case conferences. 

— Include staff in long-range planning to determine which problems should be considered for 
system advocacy. 

— Conduct staff training in systeni advocacy, its goals, strategies and value. 

— Train staff and volunteers to see case advocacy as an ongoing monitoring and needs 
assessment opportunity that may lead to class or system advocacy. 

— Train arid empower local parent groups. 

— Develop and utilize volunteer capacity, including other parents, students, and retired 
persons. 

— Publish a newsletter. 

Forthcoming issues of Coalition Quarterly will expand upon the items listed above. These are 
suggestions for coping with the problems outlined earlier and arc not intended to be a comprehensive survey 
of all the strategies used to solve them. 
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PARENT TRAINING: A STRATEGY FOR SOLVING 
THE PROBLEMS POSED BY CASE ADVOCACY 



by Mary 0*Brien, Training Coordinator, Massachusetts 
Federation for Children with Special Needs 



Need 



People associated with the centers operated by coalitions around the country have become increasingly 
aware that many of the parents of handicapped children to whom they were providing information and other 
assistance did not really comprehend the rights and protections afforded them and their children under state 
and federal laws. Often, lack of understanding by the parents left the children vulnerable to grave abuse 
(exclusion from school, continued school failure, unjiecessary segregation from their peers, for example)..By 
the time these cases came to the attention of parent center workers, the problems had reached critical stages — 
parents felt guilty, helpless, angry, and immobilized. Staff members were faced with providing emotional 
support in addition to finding a way to help the parent secure an appropriate program for the child. 



Several centers decided to develop parent training that would empower parents to act early for their own 
children and thus be able to prevent the crisis stage. Two general goals were developed for the workshops: 

1. To provide technical information and to develop skills which would enable parents and 
providers to access the services guaranteed by law to children with special needs, thereby 
developing a network of support in the community for these children. 

2. To clarify the role of the parent in the child's educational planning process. 



Exchange of curricula and materials among the parent centers and other agencies has enhanced the 
quality of this training. At the Federation, for example, after a review of materials developed for a variety of 
projects that had training components, we planned a curriculum based on the four rights guaranteed under 
the special education laws and the two key protections that ensure these rights. (This format had been used 
successfully by the PAVE Project at Qoser Look and earlier by TASK, a parent coalition in Orange County, 
California.) The steps from referral to the writing of the lEP provide the content of all training workshops, 
whether they are set up as a series or are presented as a single session. All of the written materials we how use 
can be adapted for these two structures. 

People who attend the workshops come from a variety of socio-economic and racial groups. We have 
learned that while the levels of sophistication, privilege and expectation of parents vary widely, they share a 
common problem. Typically, parents do not view themselves and are not viewed by professionals as 
colleagues on the Team. Since the intent of the law includes parents as colleagues on the Team and not as 
clients, or patients, we have developed a strategy for "'professioprlizing'* parents.* 

The PACER Center in Minneapolis, one of the first parent centers to adopt training as a major strategy, 
achieves this same aim of ^'professionalizing** parents of handicapped children by offering workshops at three 
levels. The first level is parent education. At these meetings, parents learn about their rights and 
responsibilities in special education, their role in helping to develop their child's individual education, 
parent/ school communication, and the basics of advocacy. The second, more specialized, level of training 
focuses on such particular areas as preschool special education needs and services for children in segregated 
schools. The third level is advocacy training, which includes detailed information on various aspects of 
special education laws, assertiveness techniques, and other ways of assisting parents to help other parents. 



* Editor's Note: To help strengthen advocacy efforts, some centers provide parallel training to medical professionals and other members 
of service delivery systems to sensitize them to parents* issues. 



Goals 



STRATEGIES AND CURRICULA 
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Recently, the major strategy employed by the Federation has been a Parent Manual which is used as a 
training device for proinoting sclf-^idvocacy. The manual is a carefully designed and piloted notebook that 
conuins basic information for all parents and separate sections for information relevant to the particular 
child. The notebook enables the Federation staff to adapt the curriculum to any audience or format and can 
be compikd with participants during a single workshop or a scries of Workshops. The notef ?ok is the product 
of a process in which the parent has participated. Parents have found it to be particularly helpful in organizing 
their children's records, having ready access to technical information about laws while they participate in 
planning for their child's education with other members of the educational teai". 

SUMMARY 

In each center, the training provided parents has also enhanced the group's effectiveness in assisting the 
parents on a long-term basis; parents who have attended the workshops call back for follow-up information, 
but are often able to handle their own cases effectively. Their questions are informed and specific. The case 
files they compile for their children are complete and they provide clear documentation of theii children's 
needs. This documentation often prevents the need for mediation and/ or a formal due process hearing, and it 
facilitates the development of an appropriate lEP. 

At the Federation, we have discovered that engaging in training has helped our staff to mature; they have 
come to realize that their pioneer years of experience and struggle have provided them with invaluable 
knowledge, strength, and confidence. They have learned that the best to help other parents grow is to give 
them clear information, new skills, and the belief that they are entitled to services for their children. 

Staff pembcrs have concluded that the way in which a request for information or assistance is handled 
can make parents feel either dependent or empowered. Thus, every inquiry becomes an opportunity for 
training: by mailing material as follow-up to a phone call; by helping a parent arrange records carefully in the 
notebook; by urging parent to assist and learn from one another, returning to the center whenever there is a 
need for more information. 

Most other centers we have talked with have developed the same dual emphasis that we have outlined: 
increasing parents' knowledge of the laws, and enhancing their confidence as colleagues on the educational 
team. The New Hampshire Parent Information Center focuses curriculum on specific topics, such as "Play 
and Leisure Activities" and "Behavior Management Techniques" in addition to workshops on basic legal 
rights and due process. For many years, the Coordinating Council for Handicapped Children in Chicago has 
conducted parent training workshops that emphasize independence and strength for parents, based on sound 
knowledge of the law and acquisition of assertiveness skills. 



CLASS OR SYSTEM ADVOCACY 

Along with tV^ining parents to become advocates for their own children, the other, obvious solution to 
the problems of case advocacy is to engage in class advocacy, to effect change that will benefit large numbers 
of children. Like case advocacy, class (or system) advocacy is also an important part of the historj' of 
coalitions of parents of handicapped children. Most parent coalitions emerged from an organized effort to 
achieve major changes in services for handicapped children, usually in the form of special education laws at 
the state and federal levels. 

Management Issues ' 

System advocacy poses its own set of management challenges for the parent center. Again, because the 
center's workers are themselves parents of children with special needs, they are likely to share personally the 
frustrations of their clients, either in the past or even concurrently with the parents they are helping. Thus the 
urgency of each crisis creates overwnelming demands for action. 
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Like case advocacy, class issues must be identifled, sorted, and selected foraction by the centeraccording 
to the organization's capacity to handle them. Frequently, there is another agency with greater capacity to 
deal with a particular problem, and th:»t ageancy should be given encouragement and support from the parent 
center. The state's Developmenul Disabilities Protection and Advocacy System. may be the best qualified 
organization to take the city's mass transportation system to court for discrimination against handicapped 
persons; the state Association for Retarded Citizens may be the logical group to tackle zoning laws that are 
designed to exclude community residences for handicapped people; the parent center may be the appropriate 
agency to solve problems with the sute education department's implementation of the surrogate parent 
requirement of the federal special education law. 

Effective class advocacy often requires access to attorneys who specialize in relevant laws. Although 
their role in the area of litigation is obvious, attorneys are also needed in other less adversarial roles, such as 
helping to make the decision whether or not to pursue litigation; drafting legislation if that is the chosen 
strategy; and interpreting laws, regulations, and judicial decisions. Furthermore, attorneys experienced in 
litigation can be invaluable advisors in defining the Jssues and developing the arguments, no matter what 
mode of persuasion or pressure may be adapted. Finally, attorneys can share with parents their training and 
experience in mediation when that promises to be a possible solution. 

« 

Since most parent centers cannot afford the luxury of paid -staff attorneys, they must find alternative 
legal resources. Some centers have a board member who is both an attorney and a parent of a disabled child 
and is available for a certain amount of free legal assistance. Other centers have developed cooperative 
relationships with attorneys in other agencies, including public interest law firms and other child advocacy 
organizations. 

Because the needs for class advocacy are likely to be even less predictable than are the needs of individual 
parents, the center almost inevitably finds itself in a reactive stance rather than a pro«active position based on 
careful planning. The center becomes so busy responding to each successive crisis that it neglects to do the 
planning that can produce an effective concerted advocacy effort. However, planning can be facilitated with 
ohiy a little extra effort, especially if the workers can be persuaded to view all their work within a context of 
system advocacy in the following ways: 

1. Document the inquiries coming into the center in such a way that the task of identifying and 
verifying systefnwide problems i'iii be facilitated. 

2. In addition to the intake forms that are used for telephone calls, questions that are raised in 
training workshops, conferences, informal meetings, or any other context should be 
recorded, preferably on a standardized form. 

3. Regular staff. meetings and board meetings should include an agenda item devoted to case 
conferences or reports on problems being expressed by parents of handicapped children, 
and these also can be recorded on the standard form. 

4. A process should be developed for making decisions about which issues the center will 
choose to take on as class advocacy efforts. The decision process should include both 
workers and board members. 

Considerations for Selecting Strategy 

Once a decision has been reached to pursue a particular class issue, then ? strategy (or series of strategies) 
must be selected for accomplishing the goal: litigation, legislation, a quiet telephone call to a key official, a 
mass demonstration, press campaign, a few key letters, a mass letter-writing campaign. 

One helpful principle in this selection process requires that the strategy chosen should be the one that is 
least complicated, least time consuming, and likeliest to solve the problem at the eariiest possible stage. A 
common example would be to train parents to solve the problem (specialized transportation, for instance) at 
the lEP planning meeting to avoitl a long and costly due process experience. 
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In addition, the following considerations will help determine the best option: 



1. Current legal status of the issue. (For instance, is the problem one of noncompliance with 
existing law, one needing new legislation, or one requiring interpretation of present law?) 

2. The remedy that holds most promise for solving the problem. (Example: Should the 
outcome be to improve evaluation methods in order to increase the accuracy of 
classification of children? Or, should the result be the elimination of labels that are 
ambiguous and stigmatizing?) 

3. Those components in the overall system best equipped to act to resolve the problem. (Well 
organized, active parent groups? a sympathetic judge? a helpful legislative leader? a 
responsive state administrator?) 

4. The future effect of approaches used in the present. (Would a one-time media expose 
jeopardize cooperation in the future? Would certain kinds of activities and not other kinds 
endanger the center^s funding source? Would too much compromise sacrifice the support of 
the coalition in the larger effort?) 

Example 

The following example wiU illustrate the application of the above determinations to an issue that has 
presented problems almost everywhere in the country: the transportation of children with special needs to 
and from school. Since trahsporation is a mandated service, change was not needed in law or policy, but 
rather efforts were needed to force compliance with the law. 

A few years ago, when school opened in September, the Federation for Children with Special Needs 
received numerous complaints and requests for assistance from Boston parents about the conditions under 
which their handicapped children were being transported. The complaints were serious; the safety of the 
children was being ignored; large numbers were not receiving the transportation required in their education 
plans. Many children were not picked for weeks at a time; others were hours la te when they finally arrived at 
school only to be returned home to frantic, worried parents hours after school was over; One child, unable to 
walk, was left alone on a sidewalk in front of a housing project. It became obvious that the critical need of 
Boston children in special education at the time was safe and efficient transportation. 

Because of the magnitude of the problem in sheer numbers of unserved children, it was obvious that 
handling each case individually was impossible. In addition, after attempting to secure adequate services for 
individual children, it also became obvious that there was no person, department or agency within the public 
school system equipped to take responsibility for guaranteeing safe^ prompt, and reliable transportation. The 
school department had provided only one telephone number to register coihplaints and that number was 
either busy or nonfunctional. Therefore, the advocacy strategy assumed from the outset was adversarial, 
since the mechanisms for mediation and cooperation were non-existent. 

As a community effort to remedy the situation, Boston parents formed the Committee to Get Our Kids 
to School. The Federation served as a support for the parents involved by setting up a hot-line, i^ublicized 
through the media, to respond to and document complaints about transportation. When one hot-line proved 
to be inadequate, another state advocacy organization,' Office for Children, set up a second line. In a three- 
month period over 3,000 undiiplicated complaints were logged by the two agencies. 

Careful records detailing all the pertinent information were kept and forwarded, at the end of each day, 
to the Transportation Department of the Boston Public Schools and to the state Department of Education. 
Copies of each complaint, filed with both organizations, were kept at the Federation. 

Since neither the Federation, the Office for Children, nor the ad hoc committee had the capacity to file 
suit, the documentation was turned over to another child advocacy agency, the Massachusetts Advocacy 
Center, which had on staff an attorney specializing in litigation. The attorney then used the information 
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collected as the basis for affidavits which were used in a class action suit against the Boston School 
Department. The suit succeeded in forcing the contracted private bus firm to adhere to the terms of their 
contract, tnus forcing all parties to comply with the law requiring safe and prompt transportation. 

Far from creating future hostility among Boston special educators, the careful process that was put in 
place allowed teachers and school administrators to call the hot-line and help get the problem resolved. 



LITIGATION AS AN ADVOCA JY TOOL 

by Lawrence Kotin, Esq., Kotin & Crabtree, 
6 Faneuil Hall Place, Boston, MA 02109. 



How Courts Become Involved 

• 

The courts arc an advocacy tool of last resort •^when all else fails.'^There are two ways in which the courts 
become involved in resolving **class'* or **system^ issues under P.L. 94-142, i.e., those issues which affect large 
numbers of children and some major part of the service delivery system. The first is through an appeal from 
the state **due process- administrative system, e.g., from a final decision of a hearing officer or a state 
superintendent of education to a state or federal court, at the option of the party appealing. The second is. 
through a direct action brought in state or federal court, without a preceding administrative process. 

In both instances, the case begins in the lowest court of Vneraljurisdiction"* which, in the case of state 
courts, is the main trial court (which has different names in different states, such as ••superior court,"* 
-supreme court,"* -supreme bench," etc.) and, in the case of the federal courts, is the federal di^trict court 
(unlike the state courts, this is uniform throughout the country). After this court (state or federal) issues its 
decision, subsequent appeals are possible, in the case of the states, to the highest court of the state, usually 
through an intermediate appellate court and, in the case of the federal courts, to the federal court of appeals 
for the circuit in which the district court is located. Ultimately, both sUte and federal appeals can be appealed 
further to the United States Supreme Court, which has the discretion to accept or refuse to accept the case. 

» 

Appeals which arise from the state administrative process arc, most commonly, those which raise the 
issue of the -appropriateness"* of a child's placement. "Class"* or -systemic"* issues are raised through these 
appeals when a significant question of law must be decided in order for the issue of appropriateness of the 
placement to be resolved. For example, an issue which commonly arises through the administrative appeals 
process is relative agency rcsponsibiUty for a child's placement, c.gr, mental health, education, social services, 
etc. This question in turn requires a definition of what is -special education"*and -related services"*and what is 
not^ 
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Cases which go directly to court without a preceding administrative process generally raise issues which 
do not lend themselves to decision through the normal administrative process for the following reasons: 

(1) the issue is too urgent to wait for the appeals process to run its course, such as in the case of 
an expulsion of a handicapped child from school for disciplinary reasons; 

(2) the issue requires a resolution which is beyond the normal authority of a hearing officer, 
such as non-compliance by a local educational agency with one or more major provisions of 
the law; or, 

(3) the magnitude of the issue requires resolution by a higher authority, i.e., a court, such as an 
issue relating to retroactive payment to parents of private school costs where the parents 
ultimately win their case on appeal. 
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Types of Issues Resolved in Court 

To iUustrate the kinds of "class-or"system''issues which tend to get resolved in court either through an 
appeal from an admjmstrative decision or through a direct court action, we will review some of the cases 
which have been decided during the past several years. Overall, there have been at least four categories of 
these cases, most of which have gone direcUy to court without a preceding administrative process: 

(1) inajor enforcement cases, each raising a number of basic issues of implemenution of 
significance to laige numbers of children; 

(2) cases challenging the suspension and expulsion of handicapped children from publicschool; 

(3) cases raising various issues relating to private school placements; and, 

(4) cases involving the interpretation of specific provisions and requirements of P.L.94-142and 
its regulations. 

4 

The major enforcement cases challenge the widespread and subsUntial failure of a stote to implement 
one or more major provisions of P.L. 94-142 or its state analogue. An example of such a case is Allen v. 
McDonoufh, a case filed agains the Boston School System for its failure, on a timely basis, to conduct 
evaluations and reviews and to make placements. Other prominent examples are Mattie T. v. Holladay in 
Mississippi and California Association for the Retarded v. Wilson Riles. 

These major enforcement cases are very much akin to the landmark "right to education cases" siicn as 
PARC. Mills and Lebanks v. Spears, which preceded P.L. 94-142 and were a major impetus to itsenactment. 
The pnncipal difference between the two lines of cases is that the pre-94-142 cases were based on the 
provisions of the United States Constitution, while the enforcement cases are based primarily on the mandate 
of P.L. 94-142, itself. (It should be noted that although some of the enforcement cases were filed before P.L. 
94-142 became effective and were then based primarily on constitutional or state law provisions, they now 
rely on P.L. 94-142 as their primary authority.) 

Several major cases have challenged the use of disciplinary suspension and expulsion against 
handicapped students. Examples of these are Stuart v. NappI in Connecticut, and Howard S. v. Friendswood 
Independent School District in Texas. The issue raised in these cases is the extent to which special education 
requirements have replaced the use of suspension and expulsions in the case of handicapped children. In the 
Connecticut case, for example, the court ruled that suspension of a handicapped child was a "change in 
placement" under P.L. 94-142 and required the application of special education "due process procedures." 

A third category of "class" or "system" cases are those deciding issues relating to private school 
placements. Examples of these are cases in Dlinois (ElUot v. Board of Education of the City of Chicago, 
nilnols) and Florida (Scavella v. The School BoarO of Dade County, et al) which address the issue of a cap on 
public funding of private tuition; cases in Connecticut (Michael P. v. Mahoney) and Florida (Jenkins v. State 
of Rorida) in which challenges were made to a system of charging oarents for certain costs of institutional 
placements; a case in Massachusetts (Amherst-Pelham Regional School Committee v. Department of 
Education) deciding the issue of retroactive payments to parents who place their children in a private school 
at their own expense and then win their case on appeal; and cases in the District of Columbia (North v. 
District of Columbia Board of Education) and Rhode Island (Ruble v Bevllaqua) relating to relative state 
and local agency responsibility for public and private "institutional placements." 

A fourth category of cases are those interpreting specific provisiohs of P.L. 94-142. One case in 
Pennsylvania (Armstront v. Kline), for example, decided that an "appropriate placement" included a 12 
month year when necessary. Another case in Connecticut (Campochlaro v. Callfano) held that local school 
board members did not qualify as "impartial hearing officers" within the meaning of P.L. 94-142. 
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Role of the Center 

« , ■ P'^y '»«n8 the courts as an advocacy tool. One is to identify 

class or system "ssuesand tosuggestcourtactionintheformofanindividualcomplaintoraclassaction. 

to raeabnefinacaKasan".mfcu.curiae"or"«friendofthe court." Arnkwcuriaebriefsarefrequentlyfiled 
in imporunt <»ses by an organiation which is very interested (by virtue of iu work) in the outcome of the 

S^T^n^ulr r '•"'."''^ very influential in part because they can conuin ceruin information about 
the non-Iegahmphcauons of a case which u generally considered beyond the scope of the main briefs filed by 
the parties. As a procedural matter, a request must generally be made to the court for permission to file an 
amicus brief. Permission is generaUy granted to an organization which can demonstrate an obvious interest in 
the case as the result of its purpose and membership. 

Summary 

One farther word should be added about the use of court litigation as an advocacy tool. In general, very 

'I^a'- " • '^^ " because the vast majority a« 

^ttled . i.e.. resolved informally between the parties. This fact highUghU a key purpose of using litigation 
which IS totrytob^gabouta^ttlemem 

other efforts fail. TTius. htigauon can be an effective tool for bringing about the informal resolution of 
disputes which have not been amenable to negotiations. i 



POLITICAL ACTIVITIES AND THE IRS 

by Robert K. Crabtree, Esq., Kotin & Crabtrce, 
6 Faneuil Hall Place, Boston, MA 02109. 

J««nn|es of handicapped people have been among the most politically active citizens in the last two 
decades. The reason for thisMS simple - legisUtion and government policies and programs form the 
foundauon of any entitlements handicapped persons can claim, and without organized persuasion of lawand 
pohcy-makers, that foundation will erode. Since most Parent Qnters choose to be not-for-profit 
organizauons for the Ux benefits that attend that sutus, and since tiie Internal Revenue Service (most sutes 
too) imposes certain restrictions on political activity, centers need to know how much and what kinds of 
lobbjing they can engage in without jeopardizing their Ux exemption. 

T^^JH^ l!!!?w,^''"'"' ' P'*''."'*"' ^t**"* <"> organizations 

[Section 501 (c) (3)] requires that "no substantial pan of the activities" of the organization be "Srrying on 

propoganda. or otherwise attempting to influence legislation"and that the organization "not participate in . . . 
any political campaign on behalf of any candidate for public office."There are now two tests which might be 
applied to your center to see if it has engaged in too much lobbying: (1) The old "substantial activity"test and 
(2) Jht new test , a much more flexible sUndard which has been available since the enactment of the Federal 
Tax Reform Act in 1976 (IRC, Section 491 1). You must affirmatively elect to be covered by the new test- 
otherwise, your political activity will be judged by the subsuntial activity test. Generally speaking, under 
either test, acuvities which are not prohibited to Ux exempt organizations include: (1) Making non-partisan 
research or analysis available which presents information on both sides of a controversy: (2) Providing 
technical ad vice or assisunce to a governmenul body in response to a written request in its name (a request in 
the name of an individual member will not qualify); (3) Examination and discussion of broad social and 
economic problems even if they are the subject of legislative activity so long as the merits of a specific 
legislative proposal are not addressed. The two possible tests are as follows: 
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Tbe Old Test 



Ihe subsuntial acuvity" test denies ux exempt sutus to an organization for which lobbying is a 
subsunttal part of lu activiUes. This test has created a great amount of uncerttinty for not-for-profit 
orfanizauons over the years. The test has proven to be unclear about what types of activity are prohibited and 
how much of that prohibited acUvity U "subsuntial." Moreover, the penalty for lobbying a "subsuntial" 
•mount IS an absolute loss of ux exempt sutus. Once the 501 (c) (3) sutus is lost, furthermore, an 
oi^mzauon is ineligible for sutus as a "social welfare" organization [SecUon 501 (c)(4)3. [Under Section 50 1 
(c)(4)a tax-exempt organizaUon could lobby without limiution but gifts made to it would not qualify as ux- 
deducuble contnbutions for the donors.] 

Undjr the old test, the I,R.S. considers several factors to decide whether an organizaUon has exceeded a 
permissible level of lobbying activity. For example: (I) Are legislators conucted directly or does the 
orpnizauon Umit itself to testifying at hearings? (2) Is tesUmony volunteered or invited by the legislature 
committee? (3) How much time and money are spent in the lobbying acUvity? On the basis of these and other 
considerauons, the I.R.S. found the Sierra Qub'? legislative activiUes to constitute a regular part of its 
functions and not a casual concern. As a result, the Sierra Qub lost its ux exempt sutus under Uie subsuntial 
acuvity sundard. 

The New Test * 

t 

*«"on'yl>c covered under this sundard if you affirmatively elect to do so by filing the appropriate 
IRS forms. If you are engaged in lobbying to any significant degree it is probably to youradvanuge todo so 
Ihe new test sets forth clear guidelines which permit subsuntial »:nounts of poliUcal and lobbying acUvity 
and imposes less harsh penalties for exceeding the limits. One disadvanuge is that the new sundard requires 
annual reporting and disclosing of the elecUng organizaUon's permissible lobbying expenditures and its 
actual expenditures, thus creaUng an added administraUve and fiscal burden for the organizaUon. 

The jiew test works as follows: first, an elecUng organization's "exempt purpose expenditures" are 
calculated. Generally, this includes all the amounts paid or incurred to achieve the purposes of the 
organizauon which quaUfy it to be ux^xempt plus all the amounts paid or incurred to influence legislation. 
Exempt purpose expenditures" do not generally include money paid for fundraising by a separate 
fundraising unit of the organization. » j 

The new test then, permits an electing organization to spend, free of ux, up ;o 25% of the "exempt 
purpose expenditures" for so<alled "grass roots" lobbying and between 5%and 20% of its "exempt purpose 
expenditures for direct lobbying, the percenuge depending on h6wrlarge the annual expenditure is. (20% of 
the first $500,000; 15% of the second $500,000; 10% of the third $500,000; and 5% of the remaining annual 
expenditures). 

If an organiation exceeds these percenuges it is still permitted to lobby so longas the organization pays 
an excise ux of 25% of the excesss. Under the new test, an organization that pays this excise ux will not lose 
Its ux exempt sUtus unless its average poliUcal expenditures over a four year period is more than 150% of the 
nonuxable lobbying amount. 

|*Grass roots" lobbying is defined as attempting to influence legislation by attempting to affect tba 
opinions of the general public, for example, by distributing handbills or by encouraging members of the 
orgamzauon in a newsletter to urge others to conuct legislators or government employees. 

Direct lobbjdng includes any attempt to influence legisUUon by communicating with any legislator, 
govemmenul official or employee who may participate in the formulation of legisUtion. For examph, 
encouraging members of the organization through a newsletter to conuct Congressmen to support or oddo^' 
a proposed law would be direct lobbying. ' 
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Under the new test some additional types of political activity have been identiHed which can be engaged 
in without Umiution: (1) An organization can lobby in -$elf-defen$e."That is, thereare no restrictions against 
communication with legislators about decisions that might affect, for example, the existence, powers, duties 
or ux exempt sutus of the organization. However, this "self-defense" exception does not include lobbying 
lor continued appropriations for programs from which an organization receives grants. (2) Communicating 
with members about legislation of direct interest to the organization is not restricted so long as members are 
not urged to cot ict lepslators. (3) Organizations can communicate direcUy with government personnel 
about any concerns other than legislation without limit. This means there is no restriction, for example, on 
speaking with government personnel about the formulation of regulations. 

The scope of the limitations of political activities as omlined here can be complicated under either test. If 
there is a question about whether a particular activity is covered or not it is best to seek the advice of an expert 
in ux matters. 
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PERSONNEL PRIMER 

STAFFING THE PARENT CENTER 

orsJrih Of <^o«"t'on Quarterly discusses personnel management in two broad areas - those issues 
governed by law. and the common personnel practices that have evolved among parent centers. 

'"""^ "Personnel Law." prepared by Roben Crabtree. Esq.. outlines basic legal reouirements 
concerning wages, benefits and working conditions: anti^Iiscrimination laSs: and genera SiplTeo^^^^^^^ 
InnMo^Jr"'""',"' r" • P""""'' documents. He stresses the imponance of docurenta ion"n everi' 
employer-employee relations, and notes precautions to be observed in interviewing procSures!^ 

? "'^^J f5'»'«'J '0 staffing and management are legallv spelled out. many other issues are 

n/ of thrwSrs '?hrsec^^^^^ 5° "^vT^ ""^'^'"^ '° ""'^^ °f w;ro\e done and h 
neeas ot the workers. The second article highlights personnel pract ces that parent centers have adooted in 

response to the nature of the work they do and to the general characteristics S the Sc" 
howivi'i'lIL^f''''' to examine thoroughly personnel policies and practices within the scope of this issue- 
JoSnt* "'^ '"'^ '° >-°" ""'^ """^ 'J"'"^ infonn'^tion or sampf; 

PERSONNEL LAW 
by Robert Crabtree. Esq.. Kotin. Crabtree & Strong 
6 Faneuil Hall Marketplace. Boston. Massachusetts 02109 

r^l„^!l?!Ij,?"'"'r ''''' °t''" are subject to a variety of laws and regulations that affec their 

SmrLTncVr? 1";""".""^ these laws require no more than a Center would do ara ma^^r o^ 
common sense, fairness and the maintenance of congenial and productive working relationships Some h Yose 
thel^n^l^'f T/''. '"'^ "P""- others present difficult choices for the employ! r-cSS^een p^^^^^^^^ 
the employer s rights to make decisions and avoiding the appearance of belittling or denying employees' rTghS 

The major lawsjelating to personnel fall into two groups: those designed to prevent discrimination and 
those concerned with wages, benefits and working conditions Center employers shS of coSsT brZnr^ 

p7lci?s"M^^^^ 

£SersTa'ndiSnSc?pltr^^^ " """"'"^ °' """""^ '"'^ 
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The Importance of Documentation 

n»,Jund,n, sou,c«. both ,o«n,m.n«I .„d p«va.e. tad .« .ta«. fl.ayi r.,u«^ b> LSoJs foSjS 
Major Anti-Discrimination Laws 

I. The Civil Rights Act of 1969, Title VII (as amended by the Equal Employment Opportunitv Act of 1972V 

eS^Sl<SSrof° '"<'-,5'?P'<'y«- It Prohibits'discrimL-tion aSt "ob" p^ 

!™E JJ^n^^?^ color, religion, sex. or national origin in any termfcondition or privilcK of 

Sn^emX^^^^^^ 

?^ ^^P^ ? conciliate a charge niade against an emplover. but if that fails, mav file a civil action in 

Employers in violation may be ordered to make retroactive salar>- pavments and pav the claimanfs 
attorneys fees and expenses as well as to submit a plan for changing their emplojmem pj^cttes 

^* l>^^J^^^[^Z^J-^^v^u'^°^. Employment Act of 1967 (as amended in 1978) provides the same 
protections as the C.vU Rights Act to persons age 40-70 where the employer has 25 or more employeTs 

3. Federal contractors and subcomractors with comracts of $10,000 or more must eneaee in affirmativ.. 
'n.Sirnr?^^ '''"''^j"^ changing practices ;ith discTmLTo^S "ndt.S^^ 

^u?t^;sra« 

^' RSrwll,?.^; '^^^ °^ "-^"^ " g""' recipients are prohibited bv the 

det!oTSalS;I^o'J7r^^^^^^^^^^ 

^* limJL^* ^'TT Veterin-s Readjustment Assistance Act of 1974 - Section 402. Federal 
contractors and subcontractors are prohibited from discriminating against qualified Vietwm Sa V« 
incir worK-iiie. Atlirmative action programs are also required. 

L«?o«'}.!''.*i,'*v of discrimination by unsuccessful job applicants is to limit 

Sm',Sirfio V^°'' '"'^'"8 ^"fo^^'on which is really niessa^ to evaU.ateThe 
SSonl?«S^^ 

hwfdtjo; DZJ!;Vfrin/r«;?t'''V"' " ^"^' -^ " protection. ATiti-discnStTon 

followed ^ ^ ^ employees for just cause,whcre rational disciplinary procedures have been 

Laws Concerning Wages, Benefits and Working Conditions 
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Particular provisions of the FLSA include these: (a)a minimum wage of S3.35 hour (as of this writine)- (b) 
overtime pay at 1 i4 times the regular rate after 40 hours: (c) provisions restricting ch ildren age 14 and 1*5 to 
work limited hours outside of school hours: (d) provisions prohibiting discrimination on the basis of sex 
where employees are doing substantially equal work with equal skill! effort and responsibility. 

The importance under t^e FLSA of keeping simple, clear records of emplovecs* time and wages paid 
cannot be overstated. The enforcing agency, the Wage and Hour Division of the U.S. Department of 
Labor, sometimes treats poor record-keeping itself as a sign that the law is being violated. Penalties include 
payment of back wages, injunctive relief,. and sometimes payment of additional money damages. In 
particularly egregious cases, criminal fines may be imposeii; damages. «n 

^ r*''*"'. * ^'""'''"s «o provide unemployment insurance benefits under the Federal 

Unemplopent Insurance Tax Act of 1939and the Social Securuy Act of I935.abmended. Not-fcr-prom 
organizations must participate in most state programs if they employasufficient. usually small.number of 

In most states, an employer may either self-insure or contribute to ap.unemplovment insurance fund. A 

HmYn'roc'; . 'r.-""'' '•'^ *° P*>- »° an'ex-employee against the 

certein costs of contnbuting to an msurance fund to decide between the two.alternatives. 

y/rA/ fr ^ ««gible for benefits unless she/he left voluntarily without good 

fnlZ ? ^i^P'oy™"' comparable to the job she/ he has left, but need not accept ( 1 ) a 

«,n3S.^?».*"' V^^ ^""^ ^"'•'J"? """itions are lower than 

not j?in rilnion"" °" she/ he join a company union orthat she. he 

The options avajJable to Centers which are tax-exempt under Sec. 501(c)(3) regarding social security taxes 
will be discussed in the next issue of Coalition Quarterly. «v."'hj laxcs 

3. Worker's Compensation laws apply to employers in every state, although typically a state will exempt 
organizations with only a small number of full-time employees. These laws are to protect again"Thc 

»he job. usually including those occurring while traveling tb or from 
the job. The employers responsibility to provide benefits attaches regardless of who caused the injur>'. 

Injured employees, and in case of a death, their dependents, are typically entitled to one-half to two-thirds 

employers, but they may sue any person who negligently caused the injury. If such a suit is successful any 
JfS?/J7 ni"st first be used to reimburse the employer or his insurance company, and th'e 

remainder belongs to the employee. 

Centers often use consulunts who may not be considered employees covered by the worker's compensation 
provisions because they are "independent contractors." Generally speaking, independent contractors are 
pereons who agree to produce a product, but remain independent of the employer and do not submit to his 
or her particular instructions concerning how to produce the product. 

J^°*l"**"/.*''»'«5'l}P'oy«« »o.<»rn' worker's compensation insurance and do not give them the option 

Ji„.'?^?f-"'ri P*"^"*"'' '° " ""P'^y" »° P^'y ^ claim itself are so great in anv 

event that it is ill-advised not to carry insurance. 

^' !!f ^^T"' T''''"'? *yP^""y " f**" ""io" organizing campaigns, but should not 

.Tnw' «P««"y if »hey grow in size. Uw defining Ihe rights of emplov es S 

employers "in intersute commerce" is found in the National Labor Relations Act. Other employers arc 
often covered by sute laws similar to the NLRA,Should a Center be confronted by requests that a abor 

«?o™eTr«.trTX'f /[f "P'"^"!'"« the Center's employees, the Center should Iconsult with an 
attorney or other expert in the area of labor relations. 

With or without a union, a Center is well-advised to have fair and sensible procedures for handling 
discipline, disputes overwagesand working conditions, and individual employee grievances. As dedicated 
JmnCIf K?K "^"P'^^y"* of Parent Cemers are. they have the same needs and rights as any other 

Sk 0? ow 117/ "'.'l' ^''l' ^"'^"' "'her employers, run a serious 
risk of low morale and burnout which in turn undermine a Center's ability to serve families in need 
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PERSONNEL PRACTICES 

Introduction 
Personnel Policies 

stress 



.wS,hT:SlSScA«^nS^^^ company .„„hi„^ 

Jtud5nts.Theseca„b. offered ioemplo™?JSuuo«^^^^^^ 
Which .„ Offered ,hro.,h .he Cenrerk^Crd'o'S"^^^^^^^^^^^^ 

"arhoX"Se",iVr»:S 

of the slali-by using He CimJnsaiiVmamc^^SS^^^ °' ™!"°»"'- Maximize talents 

■ixatnple. Ceiters Jftin S wdrters in rreS,!fosST™?>' ''°™""»>'«'' »PP«"ticeship progratns. For 
procedures, or give a lMme"ooroSi L 1^2.1?.^ "1 ' " "•^^"""t ihent with basic 

:sra";7is^a^rv;r.5S'4ii^ rr'^^&K.^'^trpS-ir - 

the hours they will be in the oilic^ h " viu" Err »' •"'"'"J.""'' » degree of nexibiliijiin 

schedu.edsothattherelsadeqMteiov?raS.h^^^^^^ 

person in the olBce the greaSrperSfo?his 'hS;?- "T".'"""-'- '>'"'?>"»''■' l«n oni fulI-Tirne 

preferabletohawpan.iime«ofS?thVoini2^^^^ 

the best of conditio'ns. careMusfbrje^lotruit^^^^^^^ 

facilitate communication and continuity! pponunuies lor ail staff to be present at the same time to 

Job Descriptions 

opera^tt:S^^ 

of P.L. 94.142 When the enthusiasm and c3hStVfp^^^^^^ 

create and maintain effective programs. OfttSTX^smS^ !rT^u^^^ i-^ """^'^ ""fW '° 
needed. Indeed, z spirit of eoualitHnd H^r,)^^^^^^^^^ 

descriptions. although sSdoml^^^^^^^^^ ""(f basically havins the same job 

descriptions increase^hecha?c^solima^^ 
volunteer workers with definitions of theS 

Which allows workers to continue in a genSlyS^^^^^^^^ responsibility form a structure 

.itle,ila«SZ«^^^^^^^^^ 

temporary assignment is comp letjrrternaS^^^^^ 

-information specialist." while St the JSl^a^g^rp^^^^^^^ JlnVr JS^t ""^"'^ °' 
need!d">tlS;i^^^^^^^^^^ 

centers. »cnpuons as well as pay levels and schedules has proven helpful in established 

Job descriptions should contain the following information- 

- nccesfarsi1lk;tX7.L?';„°'" be performed, and amount of time involved; 
^nlTt^ ? (technical, communication and interpersonal, or managerial)- 

concise and clear statements of the tasks involved in perforn^ing the iob 

- a specified time when evaluation will be performed- " ^ ' 

- salary range. 
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Volunteers 



FOLLOW UP ASSISTANCE 

Dear Reader, 

h.,r Xn™ !"Py!> •'"PO"»"V'o In order to supply ycu with the information you need, we need to 
hear from you. «t us know ,f you have found the Coa/'/fo« e«a^^ 

t..If there are any topics you would particularly appreciate being covered, please leTJs know that 
too. The more responses we receive, the better we can suit the informatiiJ to youl needs 

morft^^'jiu-°r^^'°^ contained in any of the issues stimulated further questions or a need for 
yTJli^i^™^^^^^^^^ 

Janet Vohs, Editor 

Martha Ziegler, Project Director 

Federation for Children with Special Needs 

312 Stuart Street. 2nd Floor 

Boston, Masschusetts 02116 

Phone: (617) 482-2915 

FUTURE ISSUES 

M^roE^'iSS-,"™ ''"'f ""°!' Of ^"'f"'"" Q'""'"'iy may be delayed for a few months after 
March. 1982. Please be patiem - distribution will resume in the near future. 
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INTRODUCTION 

»i!Lhlif!n'o5.?^*'7 ^""^''^ P'"*"* information about funding sources 

^^SnS to coalitions of organizations representing people with disabilities. Raising money is somewhat more 
challenging for a coalition than it is for most other nonprofit organizations because a coalition, by its very nature. 
S Z^ri ?° t"""!' ^ fundraising activities that would put it in competition with its own membe7groups 
Thus.^such familiar efforts as direct mail appeals, annual dues, and walk-a-thons may be out of the question, 
depending on the particular coalition. Huc»uuii. 

The centers being opt.^ted succwsfully by coalitions of parents of children with disabilities have been funded 
pnmanly by federal and state government grants. Several centers have also developed alternative or supplemental 
funding resources. Jhe next issue of Coalition Quarterly will summarize relevant experience with government 
ffants. including information about eligibility, preparation, and accountability. This issue offers suwestions on 
the non-governmental resources. U55«iiui» uii 

We have devoted this double issue primarily to the three most significant sources of private funds: foundations, 
corporate gifts, and the United Way. In addition, we have included suggestions about publication as an ongoing 



In the presentation of foundation and corporate grants, we have included an interview with an executive witha 
terge metropolitan foundation, conducted by the editor, and an article about one Center's experience with such 
funding, prepared by three persons from that center. In the discussion of United Way possibilities, the editor 
describes one center s expenence with one type of United Way funding and staff members from another center 
describe the process for niembetship application, a second form of. United Way funding. In a final article, one 
center director presents step-by-step guide for launching a financially successful publishing venture. These 
articles shpw how some coalitions have used the resources of their local community and their own talents to 
augment their funding base; ' lu 

FOUNDATION FUNDING 

INTERVIEW 

In the hope of demystifying the process of obtaining money from foundations, the editor of CdalUion Quarterly 
mterviewed a foundation executive in a large metropolitan area. The foundation reoresentative gave a brief 
personal overview of the foundation worid. While some of her comments reHect her involvement in a particular 
foundation, most are rcjc>«nt to all types of foundations, especially professionally staffed, community^riented 
ones. Following are highlights of the discussion between the Coalition Quarterly editor and the foundation 

CXCwUiIVC* 

FOUNDATION EXECUTIVE: ... In the world'cif private philanthropy, foundation giving represents about five 
percent of Je total contributions. The biggest givers are still individuals, and tht biggest recipients are churches. 
What fo^undations have been able.*o do is to organize their giving in such a way that the impact of their modest 
dollars IS quite high ... I hope we will find more creative ways of financing projects, and that people will develop 
new types of organizations. Where before, issues of tur^kept organizations separate. I think we will now see more 
organizations coming together ... Spme may merge, othrrs may cut costs by sharing space or by doing bulk 
. purchasing. I also think there have been missed opportunities to make money because people felt they could not 
ask chents for money. You can charge. Sometimes charging people is a way of connecting them more strongly with 
tnC/ service. . . v-^ , 

In relation to parent centers, advocacy has always been a difficult area to fund because it is not thought of as a 
direct service. It is difficult to document how someone has been helped through .-.dvocacy efforts; consequently it 
IS difficult to demonstrate the results to boards and others. People would rather support things the"-can see- 
numbers, buldings a changed school system. The fact thai advocacy has not been liberally funded in the past may ' 
now be to Its benefit Without large infusions of money advocacy organiz. Ions have still been successful. They ' 
have been forced to be mote creative, depending on volunteers, on people's dedication to a cause, and on strong 

?h»"» ;n°S- " T ^''^^ """^y J* "ecessaiy. It is. However. parent centers need to determine 

What in their program is fundable. - 

CQ: Isit apprcpriate to ask a funding source which of the many activities performed in a parent center they would 
be most hkely to fund? ^ 
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FOUNDATION EXECUTIVE: In our assessment of a proposed project, we look for a clear statement «f 
organizational purpose and priorities, Part of the organization's homework i to know its nrfoHuL iTfTr^Lrl 
them with available funds. Their next task is to convince the fundingsource the reasonsT 
explain how it fits into the framework of the organization. ^ 

CQ: What are the differences among the various types of foundations? 

FOUNDATION: There are several major differences. A foundation may be privately administered hv a 

corporation or a family As such, it can have either a distinct programmatic interesTor l g^^^^^^^ 

public community foundation, on the other hand, has an obligation to respond to the brLd charSneeSrof iu 

inTZS""^ '."^ " '° '° ^ ^P«'fiPP'08'a'n ^cus. In doing Jour hoSfwork the" ^^^^^^^^^ 

mfonna ion available m libraries throughout the country. At the top of any grantseekerrit would i ^hl 

SoS:;-^^^^^^^^^ 

CQ: What happens to a proposal after you receive it? 

fh?i'n^?'^^/^^L'^''' proposals that fall within our guidelines are assigned to a program officer who meets with 
the applicants to determine that their organization is healthy, that it U addressingSJled an"\hat it^^^^^^ 

oSora'n7£itrs^^^ 

get»™^~^^^^ 

organization has had previous funding, these s'ources sholilJ?" S 

SnJStb^J"'"^ ^ '"^ ^"^'^ for someone who has never approached a 

!]?e^ of^/lJ ^T?'"'' °^ ""y^'^'y surrounding getting money. There are people who sit on both 

i^esir;^^^^^^^^^ 

• IS well organized; ^ ^ 

• has its priorities straight; 

• is well managed; 

« has a good board of directors;, 
f has^a knowledgeable -brf; and 

• has satisfied,cpnsumi*s. 

staff 1 would advise most people who are applymg nt large, staffed foundations^nbt to approach th^^^^^^^ 



PARENT COALITIONS AND PRIVATE SECtOK FUNPING 

Paula Goldberg, Bettv Binkard and Marge Goldberg 
P:«CER Center, Mfnheapolis, Minnesota 

cocporstions and roincUuions ^ P»''»««l>ips with pnva.e 

PACER has received e even grants, of varvine size aVj.u/Mi :« v:^a 1 ^mcc uecemoer, ivsi, 

'?SLi^;f.TaKai£i:ro«S'hrGt„t^^^^ 

to III. Eoondatlon Cenler's puWicatiom. See Dibllogiphv! Seno, are excellent guides 
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Preparation » » 

' PACER Center has discovered several strategies to enhance an organization's chance of success. One such* 
discovery has been a realization of the great variety among corporations and foundations— in their philosophies, 
in the types of programs they tend to support, and in the range in sut of their contributions. Very few are willing to 
support an agency's total program. Some may be hesitant to make grants to programs that promote system 
change ""^mt prefer to give direct monetary grants while others wish to make contributions of furniture, supplies, 
orapr\; 4 they manufacture. 

Therefore, as a time*saving first step, it is wise to discover in advance the variations just mentioned, before you 
make initial contact* As an aid to your homework, books prepared by a council on foundations may be available in 
your state; these give details on the funding sources within a particular community. Libraries also contain 
•reference volumes with information on the types of assistance .offered by private sources. 

Since the grant writing process is a lengthy one, groups must ensure that their efforts are concentrated on those 
sources of funding which offer a hope of success. Further, by discovering the foundation's or corporation's 
philosophy, a group can then shape its proposal to best fit that philosophy. 

After the homework stage, the next step is to contact the specific foundation or business identified. The initial 
contact person at a foundation may be its director or a staff member. With a corporation, ask for the name of the 
person responsible for contributions. Or, a second contact within a corporation may be the directors of an 
employees' contribution or service committee. 

Makinc Contact 

During the initial conversations, several areas should be covered. First, you must establish that your coalition is 
a nonprofit, tax exempt corporation since such characteristics are required in order to receive funds from the 
private sector. 

Second, your sense of your program's worth must be conveyed. Be ready to present in factual terms th. number 
of persons who are in ne6d of your service and why, what your program oflers that is unique, the number of people 
you have served already, and specific details about what has been accomplished through receipt of the service. This 
array of iiifcrmation should not be lengthy, but must convey a rational justification for receiving a grant or 
donation. 

Finally, there are a number of questions you wijl find helpful to ask: 

L Does this foundation/ corporation provide general o^^erating support grants or does it prefer funding 
specific projects? General operating support means the funds can be used for the present parent project 
and the general budget. If it funds only specific projects, you should describe several specific projects for 
which you are seeking funds. Before calling, be sure to set priorities for your list of specific projects. You 
might then suggest these as examples that you feel need to be funded. The foundation staff person may 
comment on how appropriate they feel the specific project may be for foundation support* 

2. Are there written guidelines for grant proposals? If not, ask what the length and format of your proposal 
should l.«!how many copies are needed, and to whom you should send them. Most foundations and 
corporations do not want long extensive grant proposals. Grant request guidelines are often included in 
the organization's annual report. 

3. Would it be advisable to meet with the staff person or the employee volunteer committee? It's often 
helpful, but not always necessary,'to develop a relationship with a staff person from the foundation or 

. corporation. . / / . > r - ' • 

4. What is the timeline for grants? When are the grants due? Some foundations review grants every month, 

, others four times a year, and some only once a yean , , _ . . j>» . , . : * . 

5. What is the usual amount of funding given for similar projects? Does this foundation/corporation fund 
. . ^ projects for $1,000 or would the staff person recommend submitting a grant for $10,000? It is important to 

^ 1 know the limit for grants from any source, since proposals which exceed the limit may be rejected , 
17^4 automatically. In some cases, if the total cost of a proposal exceeds the grant limit, you may be offered a 
- matching grant, or the project might be funded for a shorter time period for less money. On rare 
' occasions, you may receive more money than you originally requested. This has happened to PACER 
twice recently. In one case, PACER was told that a corporation had a $5,000 grant limit. After presenting 
PACER'S needs to the employee committee, the committee decided to allocate what wasactually required 
./.forthe project, an additional $3,000. . . » ' - ^j,: - ' . • 



6. When wBI the grants be considered? Knowing when the board or group meets will ^ve you an idea of 
when you will hear about the proposal. AUo, you then can ask when it is appropriate to call back and 
-learn the results of the meeting. . 

. 7. Does the corpotaUon view it as helpful if iu employee are involved in the parent coalition? One of your 
board members may work for that particular corporation or some employees of that business may have 
attended your trammg workshop. You could mention such ties i > the suff person during the initial 
conuct, and again in the proposal'is cover letter. 

Employee Involvement . ' t 

Many corporations tend to support groups that benefit their employees or in which their employees are involved 
as volunteers.* The board of directors of your parent coalition can be an important source of information and 
support for pnyate sector funding. If an employee is a member of your board, more weight may be given to a grant 
proposal submitted to that corporation:; In adJing h^w me^hbers to your board, it might be advisable to look to 
people who are employed in corporatioiis. . 

In addiUon;TOany corporations may inquire if your coalitioh has served any of their employeesduring the year. 
A method of docuinentmg thu information can be developed by parent centers. During the last year, PACER 
Center has beenaskmg parents who attend workshops to help by answering a survey and returning it at the end of 
the workshop. The survey provides information to PACER about where the parents or members of their families 
are employed. These simple surveys are used in two ways. The first is to document to corporations that a certain 
number of their employees have recently used PACER services. A second is to learn about businesses, through 
workshop participants, who might be receptive to PACER's request for assistance. Contact PACER fora sample 
of this form. *^ 

Written Proposal 

After the initial contact, either by telephone or in person, th' usual procedure is to submit a written grant 
request. A useful guide, entirled "Program Planning and Proposal Writing." by Norton J. Kiritz, is available from 
the Grantsmanship Center. 1031 South Grand Avenue. Los Aiiselcs. CA 90015. 

The following guide may be helpful in preparing your grant proposal: 

1. A cover-letter: this is usually one to three pages long and gives a summary of the proposal and a brief 
explanation of your organization; 

1 An Introduction: state (a) the amount of funds you are requtating and what they are for. and (b) the history of 
your organization: explain how you started; whom you serve, how many you serve, the geographic area of 
your project, your credibility, and what you have accomplished for the last few years; 

3. The specific problem that you will be addressing; 

4. DocumentMlon of the need for the proposed project; 

5. List of program goals; 

6. Methodology: explain the method for achieving the goals. Describe how many people will be served and how 
many workshops will be held; 

7. Evaluation: explain how you plan to evaluate your project. PACER often includes a previous evaluation 
report in the appendix to demonstrate that parent training has bei?n beneficial; 

8. Budget: prepare a detailed budget if you are seeking funds fora specific project. If you are requesting funds for 
general operating support, a detailed budget is usually not required. However, in the appendix include your 
organization s current operating budget as well as your projected budget for the coming year; 



NOTE: The Corporate Support Program Research Project conducted for United Way of America surveyed 
corporate giving in 1981. Their study indicates i.iat the prime motivation for corporate giving is -enlightened 
self-interest. Ninety percent of the corporations that participated indicated that potential benefit to eniployees 
was a very important consideration in det-irmining how much and to wHo.n they gave; eighty-five percent rated 
employee involvement as importent. ^As reported in Giving U.S.A., 27th Annual Issue, 1982) 



9. Olbcrsonrca of funds: it may be useful to explain yourorganizationTifundingsourcesinthecover letter orin 
the grant proposal itself. Today corporaUons and foundations look carefully at ways organizations have 
become emaent ana self supporting. For some foundations, it may be benefWal if you can document that 
your parent group mituted a fund raising campaign from the people you ukwc or charged fees for some 

• services. Foundations undersund that parent coalitions cannot become totally self supporting, pven the 
nature of the people they serve and their lole as a coalition. In the appendix you should list those corporations 
and foundauons you have appiied to for fu.»ds and those that have funded your or^nization in the past. 

10. Appendix: include the following: 

• Names of board members and vitae of key people in the L^oject: 

• JRS 501(CX3) form: . > .. 

• A certified annual audit; 

• Letters of Support. These are letters from parents you have helped, leaders of disability groups and 
emplo>w of the corporation which attest to the need for theprogram and to the respertyou have gained in 
your community. Letters from disability groups should clarify that you are in cooperation with them rather 
than in competition, and that you do not, in any way, duplicate the work that they do. 

Coordinatioii 

One of the many strengths of a parent coalition that may appeal to potential funders is its cost effectiveness — it 
provides training for aU parents of handicapped children in a given area, regardless of disability. 

After the Grant Proposal h Submitted, What Do You Do? 

After the grant proposal has been submitted, be sure to call the staff person or employee from the foundation or 
corporation that you onginally contacted. It is often helpful to call five to ten days after the proposal was mailed, 
to see If It was received and if the suff person has any questions about it. Several telephone calls may be necessaiy 
until you receive wntten or oral notification of the results of their review. 

Conclusion 

Many businesses and foundations have a limited amount of funds to distribute to organizations. Some 
corporations tend to fund those organizations that they have always supported in the past. A parent coalition may 
have to submit proposals for small amounts of funding to many organizations rather than expecting one to 
provide subsuntuil funding. *^ 

We have definitely learned that securing funds from the private sector requires time, energy and a commitment 
to the needs of handicapped children. However, the requirements are justified by our conviction that parent 
training does help handicapped children, and must be available to their families. Creativity and perseverance can 
help you and your organization be successful in the highly competitive worid of private sector funding. 

For additional information, and for sample forms, contact PACER Center, 4701 Chicago Avenue South. 
Minneapolis, Minn. 55407, or (612) 827-2966. 



UNITED WAY FUNDING 

INTRODUCTION: INNOVATIVE PROJECTS 

There are two avenues for acquiring United Way funds. Traditionally, organizations receive funds by obtaining 
membership in their local United Way. Once admitted, they ire usually able to obuin funding eveiy year. In 
addition. United Way agencies in most large urban areas have instituted ways which allow non-traditional, 
emerpng organizations to receive funds through grants for innovative projects, regardless of whether these 
organizations are United Way members. . 

We recently spoke with two parent centers. The Southwestern Ohio Coalition for Handicapped Children and 
Team of Advocates for Special Kids, who have obtained United Way funding. They explained how United Wav 
operates and told us their success stories. . , , . . 

■ Team of Advocates for Special Kids aASK) received start-iip funds from the Innovative Projects Grant 
Program developed by the United Way of Orange County, California. Jean Turner, who serves on the board of 
directors for TASK, encourages parent groups to find out if their local United Way has a similar program. 



53 



acr2^??.SSi tcuIS^^""* concept.- She informs u,. -has been adopted by other United Way agencies 

S^o^tS f II? 5 V '^^"t '"P'"""'' "P«^»y ""^ P*""* off" services which »« 
indeed innovative and non-duphcauve" Ms. Turner added that, for those parent roups whose local United Wav 

assttt them in developing a similar program. Inquiries should be addressed to- Dr Paul Stiiulved. rC^-^ nf 
Government Relations. United Way North/South. 3903 MetropoliuTSive. SSn^I^^C^S^^ 

c£Srtli?^r^/'" JJ™**** thecoalition^ execut^eSSJto • and 

n?P? ; f^.^^j5? ""^"J suggestions in the following "Individualized Educational PUn" 

(lEP)— a format with which most of us are familiar! rwn 

lEP FOR A SUCCESSFUL MEMBERSHIP APPUCATION '•^O THE UNITED WAY 
• Stair, Southwcstem oyo CoaUtion for Handkapptj Chfldrcn 
PKs«!rt Levd of Par:ut Center Fimctioning 

kn^n"lf fS*" «Pr«ent « relatively new concept in citizen involvement and advocacy which is not universally 

JTo'c'^mmuryVi'A^ 

Local Options 

suS2rar;?ra^^^^^^ P'-« With sman guarantee of 

rJ^n^ 1^ S'rT**"! * rare source of ongoing operating funds. In addition. Unl»t-d Way support 

rvw|ente an endorsement of legitimacy and value by looli community leaders which lends hieh rredibility with 
;Srl • J«'"«»«.«"do«her possible future funding sources. United Way does reqSr pSpaS Ke 
uS wlv^ vsT'^f ' 'T""^^ ^''f their stringent reguU tions. However, on^a pro^ a^aptei b?7b^ 
United Way. It 1$ eligible for their internal ongoing support services. f J » wpwuoj ir 

Goal 

Submit a successful application for membership to your local United Way. 
Short Term Objectives 
Before Application 

1. Oteerve other organizations your local United Way approves, and work to establish a rapport with some of 

2. Spend energy meeting staff and committee members at meetings and other functions Rememher th^ 
. who make decisions in the United Way system are voluuSr Soard S^ku^^^^^^^ 

important to know because the way they present your information will influTni th? voSnreTrs 



3. 



ObUinafull set of currentlocaIUnitedWaymembershiprequirements.annual priorities, written reoortt and 
recommendations. Examine them carefully for insight « to the b^t way to dSbrMdSi^vour 
program. For example, our local United Way would not fund "Information^nd RrfS«r i theTSi 
JSJriSrS J^S*^!" "° loail category for -Advocacy- per se. and "Community Education- hS atw 
pnonty. Thqr did have a higher priority for -Counseling.- which included tuoportive MuLSnWnLr 
counsehng) the year we applied. Therefore, we applied under that c^^o^ &nl^^^^T^^^^ 
insuumenul inMsuting the organization to develop a definition of advLV-AdvoS«:y for^ 
ffhfNSSi&d W^?"' approved category and we were able to clianje vuJ a^Sn aS 
(The National United Way program guide does have a category for "Advo^cy"). . 



SnSnT '''^^^ proposals; unJess you meet that' 
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requirement 



4. Find someone in your community who knows how your local United Way functions. Use that person as a 
resource in developing your application;* (We enlisted a master*s degree student in Community Planning who 
had worked at the United Way). 

During Application 

1. Submit a convincing first draft application. Show that without United Way support the citizens of your'area 
would be denied this crucial service. United Way will ask for minimal information at first. However, you will 
be screened in or out on that material. Your goal is to get through the screening process to the volunteer 
committee that makes the recommendation. 

2. Do not be discouraged initially by printed requirements. Get to work and sell your program. If your 
application is convincing, you may be able to negotiate some standard requirements. We were able to obtain 
temporary waivers on annual aud*% detailed reporting oh client characteristics, and fundraising requirements 
after we had an opportunity to demonstrate the uniqueness of our service to families of handicapped children. 

3. Present your case professionally. Most of the volunteers will bc from the business community, and will be 
interested in facts: previously demonstrated effectiveness in concrete terms. 

4. The United Way system looks favorably on •*c66rdinatcd community resources'*. Dcnionstrate how you work 
with other agencies for. mutual enhancement. Get strci.g endorsements from lay persons. 

5. United Way will not fund programs belonging to the public sector, such as public education. Demonstrate 
how your service is not a duplication of what local education agencies are mandated to do. Whether they do it 
or not is inconsequential; 

Annual Review 

1. Fill out all forms. Write thank you letters. Respond to ail suggcstioas in writing. 

2. Maintain contact with your volunteer committee chair and liaison persons;.Seek assistance as needed with 
volunteers and staff. 

HOW TO RAISE MONEY PAINLESSLY THROUGH PUBLISHING* 

Charlotte Des Jardins, Executive Director 
Coordinating Council for Handicapped Children 

As a parent center which has been serving parents of handicapped children for more than twelve years, we 
stumbled upon book publishing as a relatively painless way to raise money. 

I say *'stumblc'' because making money was not our intention when our volunteer parent coalition took its first 
publication to the printer in 1969. We printed it because there was nothing available at the tinie to inform parents 
of the special education rights of their childi en. Our first publication. Your Rights As Parents of A Handicapped 
Child, was probably the first rights handbook in the country. 

Since public school officials and other public agencies were not making this information available, we decided to 
take the plunge and do it ourselves on a volunteer basis. A public school psychologist wrote the booklet after 
researching state rules and regulations, with the assistance of a legal aid lawyer, a Vista worker, and myself. When 
it was completed, public school and university officials reviewed it for accuracy. 

At the printers suggestion, instead ofhaving the manuscript typeset, we typed it on an electric typewriter and 
brought it to him "camera ready** for offset printing. The total printing cost for 2,000 copies of the twenty-page 
booklet was $200, only ten cents per copy. 

.Although we had planned originally to distribute the booklet without charge, we eventually decided to charge 
twenty-five cents per booklet. We thought this increase would bring in extra money; we had not counted on the 
hidden costs of postage, envelopes, and promotion. < ' 

During the next two years, we published the 222-page, spiral-bound ^uidc to Services for Handicapped 
Children, which sold for $1.50, and a 92-page manual entitled. How To Organize An Effective Parent Group and 
Move Bureaucracies, priced at $1.00. The small charge for each book covered only the costs of printing and 
distribution. 



* NOTE: An expanded version of this article is available upon request from Coalition Quarterly. 



Meanwhile, by 1976, our original rights handbook went through three reprints and grew from a twentv-oaee 
booklet,to a ninety-scven-page.book. It costSl.OO to print and sold for $2.00. 

t^f next/e* . years, we updated both our Guide to Services and our bestseller. How to Organize An 
SrSl^rr? i r "^A »'"««»«5««^«- At the same time, we introduced a companion bestseller. How to 

S2Sir?^?r.^j5'^!I*t^^ ^^'^ 'f * o ^-^^ P" "Py- '"'='"''•"8 P°s'«Se- The price was 

recently increased to $5.00 per copy, plus $1.00 for postage and handling. . ° *^ 

In I982i we are netting approximately $1 5,000 a year from our books. It's not a large sum, but it helps finance 
some of our activities. f ■ ' 

In order to make that kind of money, we have to promote our books constantly. We include book brochures in 
. eveiy-maihng. We bnng our books and brochures with us to meetings, especially to those meetings wh«-c we are 
making presentations. We distribute brochures at every conference on disabilities which is held in oui area We 
wnte frequent promotion letters to newsletters of disaoiiliy organizations, parent ' groups, proitssibfal 
organizations, and to the local media. t- e. r . . 

Hps on Publishing As a Means of Raising Funds: 

l: Look around your office. Some of the material you havealready written,,which you are now givingaway. may 
be saleable, either by itself, or combined with other material. 

2. In developing^written materials, think about the requests for information your office has received. Some of it 
may be saleable in written form. um 

3. Write in a simple factual style. Make it easy to read by organizing the information in block form or outline 
style., with, clear headings. 

4. Always include names, addresses, and phone numbere of other organizations that can provide additional 
information. *^ 

5. Have others, including experts from outside your organization, review an early draft in order to improve the 
material and assure its accuracy. 

6. Do not count on getting it all, and getting it perfect the first time. Write it over and over again, and have your 
reviewers review each draft until it is the best you can possibly do. 

7. Get estimates from several printers before you commit yourself to one. Find out where other non-profit 
organizations have their printing done, and the cost. Ask to see samples of the printer's work before you make 
a.commitment. 

of lOOO 2000, 5000, 10,000. Try to figure how much you wUl need forat least two years. Remember, printing 
costs will keep going up-never down. If you only print enough to last six months or ayear, you may run out 
while your book is selhng its best. You will lose customers, and you may have xo pay twenty-five to fifty 
?ercent;.'nore for the next printing. *^ ' 

9. When you fix the prices of your book, remember those hidden costs: envelopes of book casings, postage or 
shipping, promotion, and all those copies you will need to give away to reviewers, the press, and to heads of 
large organizations that you hope will buy in quantity. • J' • ncausoi 

10. In order to break even, you need to charge at least double the printing cost. If you want to make extra money, 
you need to charge three to four times the printing costs. 

1 1. Ask other organizations about their publishing ventures and benefit from their experiences. 

12. Investigate special marketing workshops which provide technical assistance to programs funded by the 
Department of Education. Special Education Programs and Rehabilitative Services. LINC. Inc., for 

theni with potential publ^hers Further information can be obtained from LINC Resources, Inc., 1875 Morse 
Road, Suite.225, Columbus, Ohio 43229, 614/263-5462. 

13. Promote your publications at every opportunity. Distribute at least 5000 brochures in the first year through 
' SrS.'^-'T ^"'^ newsletters of other organizations. Remember, the number of sales you 
.make will be m direct proi-ortion to the amount of promotion you do. 
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14, Include a cut-out order form in the booklet itself for easy reorder. Also include your brochure with every book 
y6u send out. 

Remember, when you go into the publishing business, you will not only make money painlessly, inost important 
of all, you will be providing a valuable service. 

RESOURCES 

liie Foundation Center, 887 Seventh Avenue, New York, NY 10019, is a national service organization which 
provides authoritative information on all aspects of foundation giving. There are dozens of regional collections of 
Foundation Center publications. For more information about this program or for the name of the Center's library 
• coller*ion nearest yoii, call toll free (800) 424-9836. 

The Grantsmaiiship Center, 1031 South Grand Avenue, Los Angeles, CA 90015, is a non-profit educational 
institution which conducts seminars in all aspects of grahtsmanship, program management and fundraising. In 
addiuon to the Grantsmanshlp Center News, they publish a comprehensive series of reprints on non-profit 
program management; 

A foundation's own published annual report, when available, is the best single source of information about its 
activities. You can write to a foundation to find out if it publishes an annual report, or check the Foundation 
Center directories listed in the Bibliography. 
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Hcilman, Howard. The Art of Winning Corporate Grants. Vanguard Press, Inc., 424 Madison Ave, New York. 
NY I00I7, 1980. 

Koch, Frank. The New Corporate Philanthropy: How Society and Business Can Profit. Plenum Press, 227 W 
I7th St., New York, NY 10060» 1979. » . 

Standard and Poor's Register of Corporations, Directors, and Executives. Standard and Poor's, 25 Broadway 
New Ybrk,.NY 10004, 1982. ^ » 

Foundations 

The Bread Game: The Realities of Foundations, revised edition. Regional Young Adult Project and Pacific 
Change. Glide Publications, San Francisco, CA, 1982. 

The Foundation Directory. 8th edition, Marianna O. Lewis, ed. The Foundation Center, 887 Seventh Avenue, 
New York, NY 10019, 1981. 

Foundation Grants Index, Lee Noc, cd. The Foundation Center, New York, published annually in April. 

^ Foundation News, the Foundation Center, New York, published bi-monthly. 

Handicapped Funding Directory, Burton J. Eckstelks. cd. Research Grant Guides, Box 357, Oceanside, N Y 11572 
1982. 

Kurzig, Carol M. Foundation Fundamentals: A Guide for Grantseekers, revised. The Foundation Center, New 
• York, 1982. (Contains a bibliography of area foundation directors.) 

National Data Book. The Foundation Center, New York, 2 volumes piiuiished annually. 

1981 Foundation 500: An Index to Foundation Giving Patterns. Lawson Associates, New York. Foundation 
Research Service, 39 E. 51st St., New York 10022. 

•^Researching Foundations, Part I: How to Identify Those That May Support Your Organization," the 
Grantsmanship Center News, The Grantsmanship Center, 1031 South Grand Avenue, Los Angeles, CA 90015, 

"Researching Foundations, Part II: The Big Search," the Grantsmanship Center News, The Grantsmanship 
Center, 1031 South Grand Avenue, Los Angeles, CA 90015, 1978. 

Source Book Profiles. The Foundation Center, New York, annual subscription service. 

Where America's Large Foundations Make Their Grants, edited by Joseph Dermer. Public Service Materials 
Center, 415 Lexington Ave., New York, NY 10017, 1980. 

Bibliographies 

•^Resources for Non-Profits: A Selected Annotated Bibliography". Compiled by Philip Conley, Librarian. 
Associated Grantmakers of Massachusetts, Inc., 294 Washington Street, Suite 417, Boston, MA 02108. 

••Sources of Information for Preparing Foundation Grant Proposals". The Foundation Center, 887 Seventh 
Avenue, New York, NY 10106. 

-A Bibliography of Area Foundation Directories." The Foundation Center. 

••A Basic Guide to Information on Foundations and Other Nonprofit Funding Sources". The Foundation Center. 

An Essential Bibliography for Grassroots Consumer Organizations. Consumer Education Resource Network 
(CERN), 1555 Wilson Blvd., Suite 600, Rosslyn, VA 22209. 

Follow-Up Assbtance 

If information contained in this issue stimulates further questions or a need for more in-depth information, 
please call or write to us at the Federation for Children with Special Needs. We will do our best to provide you with 
the assistance you need. Please contact: 

Janet Vohs, Editor 
^ Phone: (617) 482-2915 
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FUNDING: PART II - GOVERNMENTAL SOURCES 
INTRODUCTION 

Tht^^ issue of CMKtfpn Qiiartcdjr describes funding sources through federal an^ state government 
programs that have been or coiild be tepped by centers operated by coalitiohs of parents of children with 
disabilities:; The first article, prepared by the editor, offers general guideliries for identifymg federal funding 
sources. A second article, written by the coordmatbr of the Natidnal Netwpr': of Parent Coalitions, 
describes iwo TO^^ of federal funds for parent coaiitions: the Personnel Prejparation program 

adtrnmsteml by Spcdal Education Ihrogn^^ the Dfeyelopmentifd Disabilities program^ which has both 
a national disattiom^ and a funding:j(^ra^^ is adiniiiistqml in each state by a 

dti»m/^^^ council A third article, prepared by the editor, lists potential sute^based'fiinding programs, 
and the fourth article, submitted by ^e director of the parent center in Spliith Bend, Indiana^ describes Aat 
center'Ss Mperience with o exa)aple of state funding; This issue concludes; with a;^o$sary of terms 
cpmmphly encountered in therproc»^ of swuring govdrninent funds ^nd a bibliography of additional 
sources of infprmatioiL 

Appl3^ng for government funding ip* Ives principles similar to those outlined in the articles on 
fpiihdatipn funding in the Fall 1982 issue of CoalWon Qoaitdiyt **Funding: Part I, NonrGovemmental 
Sources."* Two steps, in particular, apply, to all aspects of gr^t seeking - the need to identify those fimding 
sourm that share the applicant's concerns, and the need to tailor the request for funds trsthose specific 
priorities: 

FEDERAL FUNDING 

Programs to be supported by public.mpney must be authorized by legislation and must conform to the 
requirements pf unplementing regulations., Agencies of the federal govemn^enti therefpre, require detailed 
formal applications that meet the panicubr requirements of that agency's legislative authorization, 
regulations, md priorities; Instmctions^^^ iii the government's application packet must be followed 
to the letter. Late or incomplete applications usually are automatically disqualified. Timeliness cannot be 
overemphasized; frequently, the receiving office literally locks the door at the time and day published as the 
deadline. 

Applying for government fuiids seems formidable, and often is. What is required is a wiUingne^ to gather 
the nec^ry information and then seek put the technical assistance that is available. In addition to the 
publications described below, staff members at the government agencies are invaluable, willing sources of 
help. In addition, assistance is available through this project staff and through individual members of the 
National Networks of Parent Coalitions. 
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Sources of Inforniition 

the Catetog d Fedend Donicstic AsibUiice is a comprehensive directory of federal assistance proems. 
Published annually in the spring with a six-month ufxlate* the Catalog explains each federal domestic 
assistance.prbgram ahd hdps an applicant locate units in the federal agencies which have made grants in a 
particuiar area of interest* It lists the agency and department responsible for the program, its lej^Iative 
basis, the kind^cf iusistance provided, eligibiUiy requirements, application and award procedures, and 
appUqible mguiations and guidelines* It also identifies a person to contact for more infonimtidn and refers, 
to related programs, 

Once a promising program has been located, a grant appUcatipn packet should be requited from the 
contact person, by telephone to save time* The contact person will be happy to answer questions after the 
application packet bu^^^^ while the appUi^tion is being prepared* This personal ass^tance has 

proven to b^ junvaluabte to parent co^ only in developing their applications, but also in 

implementing the projects after funding has been secured* Genmlly, contact persons will provide 
information and assbton^^ questions of prooediue arising from Uie packet; after the competition(s) have 
been announced in the Fcdend Re|^ to all applicants, contact persons cannot 

comment on the quafi^ bf ideas to be profk)^ application; 

Two dahy pubUations u|Nd^ with information about new progran^ and in^portant 

program chi^ges. Tl^ Ffdenl Riflbtfr ^ves current information oa grant prograins, including appUcation 
procedures and dMdhnes. ^^C plan to 

award* 

The United States Gdvmsnaiit source of information that can be used in tracking 

down federal progmnis* It lists U*S. Govormnent agendes, theu^ officials* 

The above publications can be ordered from the U*S. Govermnent printing Office, c/ p Superintendent of 
Documents, Wasluni^oi^ p*C* 20402* Thcy.are also availabte in state law Ubrari^ 
universities or colleges, depository libraries in each Mngitssiohd d^trict, Regional^Fouiidation Center 
Libraries, and most public libraries*. For the nearest Foundation Center Ubrary,:cidl (800)424^9^^ 

Another helpftil resource is ihe Federal /Assistance Prograi^ Retrieval System (FAPRS), a computer* 
baml inform of sources of federal funds that is maintained by the Ol^fice of Management 

Budget* FAPRS is largely based oh the information contained in the Cablog, but it is updated much more 
frequently. An information packet on FAPRS, which includes a list of access points in various cities, is 
a^^dlable from: Federal Program Infonhation Branch, Office of Management and Budget, 726 Jackson 
Place, NW, Washington, b*C*, 20503* 

Grants and Contracts 

The federal government disburses funds directly to organizations either through grants/or through 
contracts* It is important to be aware of the differences between the two funding mechanisms because they 
influence certain aspects of the proposal (submitted for contracts) or the appUcation (submitted for grants) 
as well as the manner in which recipients rami manage the funds once they are awarded* 

In a coBlnct, the government buys soniething it wants* The government states exactly what it wants done 
and lays out the sp(^c tasks and tithelines requirrd to meet a need or ^olve a problem as it is perceived by 
the government Contracts require an end product* For instance, ihe government might solicit bids for a 
contrad to Vrpduce 40,000 b^^ for 1,000 pairs of roller skates, to be delivimd by 

December 1, 1983* Normally, the lowest dollar ainpunttin the timeframe alloted wins the contract. 

Grant programs, on the other hand, are the government's efforts to respond to needs that are identified by 
specialists outside the government* The agency applying for funds develops the specific ways to meet the 
heed or solve the problem and the government agrees to assist the applicant agency with meeting the need* A 
graiit is often described ks a '^cpnditioml gifr iii which there is no requirement to produce, but rather a 
requirement to perform in accordance with the terms and conditions of the grant* The recipient agency puts 
forth a "^best effort** to meet the goals and objectives that haye been established. 

For example, in respoi^e to the needs expressed^ithe government might solidt grant applications for 
demon^ithitipn projects designed to increase n^instrean^d recrrationai bppon^ with 
special needs. Applicants are free to propose the^ pwii miethodolo^, theh* own ideas, about how to meet the 
need* One organization inay propose to train volunteers to assist children With special needsat public roller- 



skau^g n?ks or to set up a big brother/ big sister program focusing on learning, recreational, and training 
experience ttat might incliide^oUc skating, bbwHng, movies and field trips- Another organization may 

chS '^^^^^ 
Following are some other iihportaiit differences between grants and contracts: 
Contradt Gnurtt 

• ProiH)Mb forrohtracteare 2ei^^ • timeUnes for grant applications vary widely, 
days after the request lor prppoaal (RFP) sotnetihies a^ long as 90 days, 

has-been amiounci^ and bids solicited. . ^ c c ^ , 

DCBu f li L • Applicauons for federal grant programs arc 
5l2i-L*^"^^ in the ahhounced'in the Federal RcgMcr. 



CoiMDcrce BwfaMMDaily^ ^ 

- xu. -j : ^ i : • Grants can take as long as six months from 
jiw awMa procws for contracts is usually application deadline to award notice, 
faster than thpt for grants. . un.-,. .. . 

- Mtui^ • While preparing a grant apphcation, 

• While preparing a propmal for a contract, applicants may discuss the project with the 
the apphcMt iMy cpramwiicate only with progiani officeitaff of the funding agency, 
the comractsolTMe staff lesponsibte fo as weU as the muits officer. ' 
fiscal managemem of the project - » . ; i . . 

- V-«— ^ — . u . . Jusuficauon of.need is an important part of 

• Contract proposals dp not have to justify grant applications. 
need'because the corrtnuxing agency lias - \ . . 

already established the n^ Grant apiriicauons usually include letters of 

„ ' ■ " support. 

• Contract proposals usuaUy do not include . ^ • r . 

letten of support • Grant apphcaUons give more freedom and 

. r«n»iM.». ^f .i^ flexibiUty to the applicant in designing the 

• Contenu of the pix)posal for a contraa are program. 

specified 1^ the goyerninent in the RFP. 

MAJOR SOURCES OF FEDER^^ FOR PARENT CENTERS 

Martlu Zieglcr, CMrdinator, Nationid Ne^^^ of Parent CoaUtions 
Training Grants, pivisioa of Pcim 

orShr? * £1'?^- ^ cbaUtions 'parents of chiidien with disabiUties have reUcd heavily on training 
gants^throu^ the DiVBion orPeiromiel Preparation Special Education Programs (SEP); U S 

Depaij^nrof Eduction, for the basic funds required to operate information and training centers.' 
t& ik- ^ -"^.^^ revised the DPP regulations in a wiy that should facilitate greater acc^ to 

th«e fuiJds by parent coahuons, Instead of conapeting in the same pool with universities and professional 
organizations submitting grants for teacher training programs, as in the past, parent coalitions Wui now 
compete in a separate categories for training of parents and volunteers oiUy. 

The overall requirements and format for these grants remain the same as before: 

1. Care ui documentation of Uie need for the, training project, including reference to the 
training pnonties m the trainingsection of the state's plan for implementing P.L. 94-142. 

2. Relationship of the.planiied program to the educational needs of handicapped chUdren. 

3. A welUesignwi plan of implementation of the project, including clear objectives and the 
planned uw of personnel and.other resources. 

4. Detailed dMcripUoc of the program content, including the competencies to be achieved by 
the trainees and the methods, procedures, techniques, and instructional media and 
materials to be employed. 

5. A plaii for evaluating the;;cffect of the training program. 

6. An evaluation design. 

7. QuaUfiMtiorw of the project director ami the other key personnel and indication of non- 
discnminato^ employmeiit>practices. 

8. Adequacy of the resources (facilities, equipment, and suppUes) to be used for the program. 

9. Contributions of time, expertise, money, and goods from sources other than the grant. 
10. Itemizatioh off budget, budget explanation, justification, and demonstration of 

reasonableness, adequacy, and cost effectiveness of the progsjd budget. 



Each fiscal year. Congress appropriates money for this program (Training Personnel for the Education of 
ihe Handicapped) as one of several discretionary programs.to be implemented by SEP on a nationwide 
basis* For\the ciirrent funding period, 49J million dollan has been allocated b^y Congress for Personnel 
Preparation* As of this writing, %.sii^ total is anticipated for the next funding year; of this total, 
^approximately S3^5 million tms been earnmrked by SEP for training parents and volunteers each yean 

Grants under DPP are awarded annually and they must meet stringent requirerdents that are described in 
an official packet, /^New for Grants Under Trainiag Personnel for the Education of the 

Hahdicappod,^ avaikble free of charge from the Division of Penonnel Preparation, U S* Department of 
Education, SpMiai Edu(^^ Washington, t>*C., 20202* Usually, this booklet is published in 

August and mw grant applications are due by a well-publicized date in October or November* (In 1982*83 
the deadline vi^ ppstj^ned until Janvai^ 21, 1983, because of a delay in promulgating the revised 
regulations for the program.) An appUi^t must secure a copy of the official application packet and follow 
the imtructions meticulously in prepay 

Criteria to be used by the panel of reviewers when reading the application are described in the application 
packet* It is, wise tb majke certain that each question is answered, even though the response may appear to be 
"^not applicable;^ 

Staff members of DPP have been very helpful to parent coalitions when they have decided to subniit 
applications under this program* In addition, as coordinator of the National Network of Parent Coalitiohs, 
tCK:hnical assis^nce (thoughvnot proposal writing) is available through the Federation for Children with 
Special Needs* 

Devdopimnitl'DisabOitics Grant jPrbgrani 

The secpmi source of govenunent funds most attractive to parent coalitions is the money allocated 
through the Developmental Dij»biliti a division of Vocational Rehabilitation. A relatively 

small amount of money is awarded through grants at the national level; these are announced annually in the 
Fedml R^^er^ with a description of the DD agency's funding priorities for the yeiar« A larger amount of 
DD money is distributed in each sute, through the DD p^^ for the state* Several parent 

coalitions have.supj^lemented their activities with state DD grants* The Federation for Children with Special 
Needs, for example, is now implementing its second DD grant to train lay persons to repre^nt 
developmentally d^abled people or their families in sulministrative hearings. A parent coalition needs to be 
in touch with the state bp Coundi to k current on the availability olthese funds* 

Parent ccfnters have occasionally found federal funds in unexpected programs, The Coordinating Council 
for Handicapped CMldith, Chicago, Illinois, is implementing a grant from the Office of Juvenile Justice and 
Delinquency Prevention, U*S; Deparlm^ of Justice, to run a delinquency prevention program focusing on 
advocacy, peer support and counseling, and awareness activities in the public schools. 

STATE FUNDING 

State ^departments of education, health, mental health, welfare, juvenile justice, and others are all 
potential sources of funding for the work of parent coalitions. Several centers have secured state department 
of education grants to run projects for surro^te parents, prepare booklets on special education for parents, 
>help conduct the state's child find activities, and operate advocacy programs for adjudicated and 
incarcerated youths with handicaps. 

It is important to be familiar with the state plans required under certain federal programs, because these 
are Ukely to highlight the state's own priorities^ which may well mesh with the goals of the parent coalition. 
P;L. 94-142, for example, requiies that each strte jmplemcnt a Comprehensive System of Personnel 
Development (CSPD) au^.part of the state plan, If the State Educational Agency has included parent training 
as one oif the priorities in the plan for persbzinel development the parent coalition will want to assist the S E A 
in implementing that priority, either by applying for SEA funds or by referring to this priority of the state 
plan when: applying for federal training funds, as required in DPP applications. 

Experienced piarent centers have learned that it is worthwhile to be on the mailing list for grant 
announcements for each of the education and human services agencies in the state* 

the following article illustrates how one r ai^nt center succeeded in identifying a state need and then 
helped the State Department of Education implement a program* 
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ONE CENTER^ 

SaUyrllamburjs, Director, Task Force on Education for the Handicapped 

Follo\Mng the passage of P.L. 94*142, the Task Force oii Education for the Handicapped, a parent center 
in Sou<.h!Bend, Indiana, approached Indiana's Director of the Division of Special Education and offered to 
research the surrogate parent provision of P.L^ 94rl42 and to desi^ a plan for implementing it in Indiana* A 
Task Force volunteer^siudied the provision and wrote a proposal for a pilpt project that would establish 
sunrogate^parent programs m S^^^ the surrouriclihg school distn 

The^Piyisioh acjxpted tl^ with minor revisions, and, in 1977, established the Indiana 

Sunrogate Parent'Prpg^ be administered by the Task Force* F^ completion of the pilot 

project ihd978, the I!Myisipn^^a^ a statewide basis. Surrogate Parent Program staff 

provide infonnatipn and assistance ta school districts and other education providers in training and 
assigning surrogate parents* At leist 75 percent of each state's funding aUotmeiit under Part B, Education of 
the HiEindicapped Act, goes to LpciU Education Agencies (LEAs) who submit applications for these funds. 
The remainder otthe Part;B funds ismtd by the State Education Agency (SEA) for administration of the 
Act and for discredbiuury prog^^^ Surrogate Parent Program. 

The success of the task.Fprce in obtaining funding from the SEA can be attributed to a combination of 
the following factors: 

^ llUning The Hrst biriBCtdr of the Task Force th^^ 
94-142 prior t6 its actuid implementation, noted the surrogate parent requirement (for which no 
states hkd as yet developed policies pr programs), and Imniediately lapproached the SEA with the 
idea of desigmng.a plan/for fulfillihg t^^ requirements of that provision. 

• SiEA Admti^^ The SEA*s Division of Special Education had 
insulfidenr^ministrative deyote.the persoh-hbui^^hec^sary to research fully the 
provision aiip design a.prpgramtthat could be quickly developed for use by LEAs. 

• CitdStMitf of The task Force, begun as a volu^ 

developed a wprking relationship with administrative personnel in both the LEA in South Bend 
and the SEA in Indianapolis, fhe Task Force volunteers, many of whom later became staff 
members, wc le well infpnhed parents who had been involved in parent advocacy groups and had 
demonstrated theirvability to work as partners with professionals to achieve quality services for 
handicapped ctuidren. The task Force further established its credibility >vheh it was awarded a 
contract by thb then Bureau .of Education for the Handicapped in 1976 to set up one of the 
original five Parent Information Center. 

• Comprehenrive And RetUstic Planning — The Task Forceps 1977 Surrogate Parent proposal 
was comprehensive but realistic in scope: Our origi?ial pilot program would serve as a model to 
determine how statewide policies and procedures could be established. 

• bempnstrated Succen — During the pilot project, st£^ demonstrated the ability to complete 
the project's objectives. 

• Need for Goinpliar;:e with P.L. 94-142 — The TasI Force, in administering the. Surrogate 
Parent Program in Iiidi^na, was helping the SEA to comply with the law. The Task Force, under 
contract to the Indiaiu Department of FSibUc Instruction/Divisioh of Special Education, has 
administered the Surrogate Pareiit program sines its inception. Through the Indiana Surrogate 
Parent Program, the Task Force assists public agenc:;» to develop and implementlocal surrogate 
patent programs. For 1982-83, the State Surrogate Parent Office has been ifunded by the SEA to 
prepare additidnar materials for parents and LEA personnel on topics related to parent 
invoivement 

Establishing a wprking relationship with the SEA and demonstrating an ability tp accomplish the work 
effectively and efficiently were essential ingredients to the Task Forceps success in obtaining SEA funding. 
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GLOSSARY 

Authorizing Lepslation— A Itw Uut creates a federal program and defines what type of program is set up« who will 
run it« and how the program will operate. 

CBD---CoMiMm BopiiMfi Daily. (Announces federal contracts up for bid). 
CFDA^CMalog of Federal Doniiik AsdHance 
CFR^Code of Federal Regulatlom 

Cohtrtcu; Officer/Grants federal person primarily responsible for the fiscal management of project 

grants and conMcU. This individual is ultimately responsible for all aspects of a federally issued grant or contract. 

CSPD— GDmpreheiw System of Pehdnncrbevdopment (Sute Plan) 

DPP-~ Divtsionof PemnnelP^ of EducatioUt Special Education Programs) 

ED-— Department 61; Education 

EDGAR -^Education Departmerit General Administrative Regulations 
FAPRS-— Fecterd AssisUi^ Program arxlRetrievml^System 
FR -^Federal RegbtMr. (Aniiounoes federal grant programs). 
LEA— Load Educational Agency 

OHI— Office for Handicapped Individuals (U.S. Department of Education) 
OMBr-Office of Kfanageinent amf^^udget 

Project GnmU—Dttqetipiiary funding given out by federal agencies through competitive grant awards for specific 
projects over fixed periods of time; 

Project Officer— Federal person responsible for the technical programmatic management of project grants and 
contracts* 

Regulation— Once kgislatton authorizing a program is PMfcd, officials in the administering agency develop rules that 
spell put exactly bp^ a program will opomte. (Regulations are found in the Code of Federal Reg:ilatiotts and the new 
regulatiom are araouimd in the FediNrtf Register). 

RFP— Request for Proposal, used for federal contracts. 

SEA -estate Educational Agency 

SEPr-Specifd EdudUion ProgramSt section of U.S. Department of Education. 
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INTRODUCTION 

Previous issues of CoiUUion Quarterly have addressed such management concerns as organizational 
and program development^ and have pi^vided information on funding sources and procedures for 
acquiring funds* This issue is devoted to ensuring that funds received will be properly managed* Both 
private and public agehci^ require that recipients of funds meet certain standards of accountability which 
include providing relevant and adequate docutnentation of iheir activities and expenditures* This ittue 
focuses on federal government standards siiice they are generally more stringent thim requirements of 
private funding orgsnizations. State government standards are similar to federal ones, but since they can 
vary in detail, the particular state requirements should be studied carefully* Evr4 recipients of federal 
funds should be careful to check the requirements of their current funding agencies, since specific 
requirements may\weU vary from agency to agency, and program to program* 

Some more ivbrds of caution, Many of the published operating procedures for managing federal 
money that apply to grants and contracts disbursed by the Department of Education were initially iuues 
when ^ucaiion was still part of the Department of Health, Education and Welfare (DKEW)* It should 
not be assumed that publications are irrelevant or out^ofnlate simply because they have not been 
reprinted by the Department of Education. If the contracts Ci' grants officer sends written procedures to a 
recipient organization, it is safe to assume that the information is still current There are seveial key 
documents with which recipients of federal funds should be familiar* standard information that 
accompanies each award notification; Education Department General Administrative Rcgulatioiis 
(EDGAR)^ for Department of Education grants; '•General Provisions for Negotiated Cost- 

• Now codified in Title 34 of the Code of FedernI Regulations, Parts 74, 75, and 76 as •^Education Department 
General Administrative Regulations**. ••Part 100 a- is redesignated as Part 75, and "Part 100 b- is redesignated as 
Part 7C* 
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Reimbursement Type Contracu tmth Nonprofit Institutions Other tMn Educational Institutions,** for 
contracu management; and Staadards for Avdit of GomnnMntal OrtaniaationB, Program, ActMtks, 
and FonctioM, written by the Comptroller. General of the United Sutes. 

The first article, prepared by the editor, u !)ased on a talk given by Mr. Kenneth Franks, Jr, Chief. 
Business Management Branch, U.S. Depaitmeni of Education. It addresses common difficulties that 
newly funded organizations encounter when they must quickly learn to implement unfamiliar 
admiiUstrative and orooedural requirements. The next aitxie, prepared by Martha H. Ziegler. Executive 
Director of the Federation for ChiUren with Special Neicds, discusses the role of dbcumenution and 
internal control in funds management. The final article, by M.9itha Gentili, Director of the parent center 
inTacoma, Washington, lisU suggestions and recommendations from her vanUge point as director of a 
program recently funded for the first time. A bibliography of ba«c references concludes tlus isiue. 

AttVl^E FROM A PRO 

This article sumnurizet some of the advice given in training workshops conducted by Mr. Kenneth 
Franks, Jr., who is Chief of the Business Management Branch, U.S. Department of Education. Much of 
this information wu transcribed from a speech ^ven by him at the annual conference of the National 
Net woric of Parent Coalitions hdd in Washington, D.C, February 1983. Mr. Franks was kind enou^ to 
supply additional infpiination for this artide; 

A kty message conveyed by Mr. Franks is tiie following: "No matt^j: how you nuy view yoursdf — 
as someone totally committed to improving the lives of handicapped chiMren, for example— the 
moment you become the director of a federally funded project, you must completely revise this image of 
yourself: suddenly you must view yourself /J;^ as a manager and administrator, and second as a 
concerned, knowledgeable program director.** The difficuhy arises because most program directors, 
including those who head centers operated by coalitions of parento of chiMren with disabilities, rise to 
leadership positions primarily because of their expertise in program areu. not because they have fon t 
training as administrators or managm. Furthermore, the grant applications and the review panels often 
place more emphasis on piognimmatic than on administrative expertise. 

Luckily, the federal government has available a variety of resources to help the newly funded 
program director make the psycholo^l shift. In addition to such professional staff as grant and 
contract officers who are only a phone call away, the government has several publications that can be 
added to the library shelf for insUnt rdtrencefoUowiriinitUil study. These documents are listed in the 
bibliography on page five and they are referred to throughout the text of this issue. 

In the course of making that mental shift from progiim expert to manager, another tip from Mr. 
Franks appears facetious but may prove to be very helpful; he suggests that project directors cultivate a 
high degree of "profeuional paranoia.** supplemented with simple common io^ and with some hard 
information. In applying the "paranoia** reconunendation. one parent center director suggeste that the 
newly funded projixt staff shoukl assume, at the outset, that there will be a government audit, beginning 
tomorrow. Mr. Franksagrees that runningaproject on theassumption that therewillbeanauditisoneof 
the best ways to guarantee good management. 

One key requirement for proper management of funds is documentation. Mr. Franks indicates that 
on the basis of his own professional experience with federal audiu, .m following three areas have caused 
the most problems and are the source of most criticism by auditors: 

1. Coirtemporaneotts ciMcnce to support monies paid to prctfect staff. A staff 
timekeeping procedure must be established to verify that each employee did, in fact, work 
the time stated on that particular project. The supervisor and employee are responsible 
for indicating the actual hours worked, so that the amount paid an employee can be 
traced to signed documents. Contemporaneous** means that the time sheets were filled 
out within a reasonable time after the completion of each weekis work, not filled out all at 
once a year or more later. Many a i>roject has discovered to its chagrin how easy it is for 
an experient Jd auditor to detect the fact that documenutipn has been recorded longafter 
the fact. 
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2. Qwdhy of cvidmct that conraHanlt ktire been paid for actiMl work performed. 

Procedures for emptoying and paying consuHanU are moit complicated than those for 
prpiect staff. An oiganization must follow required procedures for ob^ing and 
documenting consuhant services. ConsuhanU can only be hired when there is no way for 
existing staff members to do the jobt cither because of time linutltions or lack of 
qualifications for the task. In some circumstances, at least three bids :rust be solicited 
before a consuhant is hired. A call to the contract or grant officer wUl answer this 
question. If such bids are needed, they shouM be recorded and filed. 

Once a consuhant has been selected and approved, a contract with that person must 
be drawii up that wiU answer the foUowin^ quesUons: Who? What? When? Where? Why? 
How? How much? The contriM shoiUd indicate 1^ 
per diem, travel, or other expenses wiU be paid sepa^tdyJfM 
separately, each item should !ie listed. !n order to receive payment, the consulunt should 
submit an invoice that specifies the time, dates and tasks performed. Probably the most 
imporUnt item needed is some evidence that the consuhant did produce som^hing. The 
Am should be noted here that the consuhant is under a contract and a contract requires 
an tnd produce, rather than a demonstrated best effort, as reqiured by a grant The 
pifoduct need not be daborate; a written report, or an outline a presenution, for 
insunce, wiU demonstrate that the consuhant did indeed complete the task as agreed^ 

3. Adei^t^ MPPOft doewMWlatkNi for travtL Documentation supporting the rcasoii 
for the travel, as authorized by the grantor contract, must be included in the permact'^nt 
file. These records might include such items as a copy of the agenda or printed program 
that includes the travelerli participation, or correspondence about the ty^ie of amst^nc^ 
or partidpation provided. In addition, recdpu must be submitted part of^the 
documentation file before payment is final. 

From his persp<x:tive as one of the people- charged with final decisions on audit findings, Mr. Fninks 
likes to end his training workshops with the follonring advice: ""Immediately read and reread the few pages 
of fine print that accompany your grant or contract award, or be prepared to pay me later.** 

ADVOCACY SKILLS AND GRANT MANAGEMENT 

Martha H. Ziegler* Executive Diredor 
Federatioo for Children with Spedal Needs 

In the same way that a carefully developed evaluation plan can be an invaluable tool for framing 
objectives and periodically revirii^ a program, the standards for a federal audit can be used internally as a 
model for ts^itiating and periodically reviewing the rnanagement practices of an organization. 

In one sense, federal audit sundards are merely a systematic way of guarantedng that the taxpayers* 
money is expended legally^ with adequate economy and efficienqr, and in a maniWr that produces the 
program results agreed upon in the contract or grant that has been awarded. In oti^er words, parenu of 
chiMren with disabilities might view the federal audh as a tool for helpihgto insure that taxdollars will be 
spent according to kw and regulations in order to servei; maximum number of handicapped children and 
their fahiilies in a program that produces optimal behefita for those bdhg served. Therefore, parent 
centen might well apply some of the advocacy techniques to thdr own operations in or^: r to assure 
responsible management. Such competendes as knowledge of relevant hiwsand regulations, and skills of 
timely documinUtioii apply as much to grant and contract nunagement as they do to securing an 
appropriate educational program for a handicapped child. 

The basic textbook for management of federally funded programs is a government publication 
called Standards for Audit of Governmental CNrguibati^ Programs, and Functions, by the 
Comptroller General of the United States, 1981 revision, this booklet, cleariy written in jargon-^ree 
English, should be requir^^t^ reading for mamfgers of government funds, especially beginners. It cleariy 
plains several terms that are often used loosely and imprecisely, the book describes the sUndards and 
scoped* audit work in such clear, inexorable steps that sound manageAient practices assume a logical 
necessity. Once a manager digests this book, it should be neariy impossible to return lo any eaiiier sloppy 
habits. 
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Two frequently heard, dimly understood terms, ••audit trair and ••internal control,*^ take on clear 
meaning and importance in the context of the Comptroller GeneraFs discussion of audit standards. The 
••Yellow Book,** as it is called by insiders, explains ••audit trail**as the written record of transactions that 
document a system of internal control. Systems must be designed and implemented that will enable an 
auditor to trace a transaction (rental of a typewriter,' for exatnple) from its initiation (a purchase order 
with an authorizing signature), through all the intermediate processing steps (written bids frc;m several 
sources, for instance), to the resulting financial statements (inclusion of the cost of typewriter Cental in the 
voucher to the funding agency and in the cumulative total of expenditures in the appropriate line item). 
Conversely, information included in the financial statement must be readily traceable.tq its^ ori^n. In 
other words, it must be possible for an auditor to track down each transaction that has gone into the total 
expenditures for a particular item (equipment rehial, in this example) and be able to verify that each 
transaction had b^n properly authorized and concluded. Such a traU provides evidence t^^^ 
the typewriter was a careful, legal, properly authorized usc of funds necessary for the operation of the 
program. 

The important element of documentation in an audit trail is^he record of authoruatioh, giving 
evidence of ••internal control.** Internal control includes.both administrative control and^ccquntinig 
control, and both are systenis for documenting the ways in which decirions;are niade to achieve the 
objectives of the organization and to safeguard.the organizatip^XassetS; In addition to proyidingan audit 
trail, internal control will guarantee that ••access to asset^ is permitted bhly in acconlance with 
management's authorization.'^ For a parent coalition inaiwging a federal grant/this control means that 
the oiganization operates an internal management system that assigns td a certain.person, and only that 
person (usually the project director), the authority to make decisions about the iise of the money 
disbursed through the grant. The audit U^a^l will constitute written dociimentiaiion of the use of that 
authority in each step of each transadiwh, whether purchase of pencils; payment of rent for office sp^'ice, 
of weekly issuance of payroll checks. Thus proper internal Control and a good audit trail serve to protect 
the oiganization and i^s employees as well as to safeguard the use of public money. 



TIPS FROM A BEGINNER 
Martha Gentili, Director 
PAVE, Tacoma, Washington 

Following arc some suggestions I wish we had had when we began to implement our training 
grant: 

1. Hire a bookkeeper who has some familiarity with federal grants and contracts. 

2. Stan at the very beginning with a good bookkeeping system. A ••one-write'^ system, which 
provides carbon copies of each check on the register, is a sensible way to prevent copying 
errors. 

3. Be willing to ask your grants officer for an explanation of anything you do not understand. 
No matter how foolish you may think your question is, you can rest assured that the grants 
officer has heard plenty of questions equally foolish. 

4. Obtain sample copies of completed government forms (fok example, the 990, cash request, 
cash summaries, budgets) from another project with experience. 

5. Obtain sample copies of forms for internal control (purchase orders, travel authorization, 
consultant contracts, for example) from other more experienced parent centers. (Coalition 
Quarterly will help you secure these sample forms.) 

6: Set up a schedule for periodic review of your exi>enditures versus your approved budget 
allocations and try to identify serious oyer or under expenditures. This review shouid occur at 
least quarteriy. If at any point the discrepancy appears to be so great that you think your 
original budget should be revised, consult with your grants officer for advice. 

2 Statts, Either B.« Gomptroller General of the United States, Standwrds for Audit of Governmental 
OrtanizationsrPrdgrams, Activities, and Functions, U;S. Government Printing Office, Stock#020-()(KM)0205-I, 
Revised, 1981, page 68. 
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7. Plan your budget so that you can include ah annual certified audit by a private auditing firm, 
preferably one that has experience with.federal funds and with nonprofit agencies. 

8. One person should be designated to approve expenditures before the actual expense is 
incurred. 

9. Know your restrictions upfront, especially with regard to overhead allowances and 
limitations on fringe benefits. 
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FOLLOW UP ASSISTANCE 
Dear Reader, 

Your input is important to us! In order to supply you with the information you need, we 
need to hear from you. Let us know if you have found the CoaMon Quarftrfy helpful and how 
you have used it. If there are any topics you would particularly appreciate being covered, please 
let us know that, too. The more responses we receive, the better we can suit the information to 
your needs. 

Also, if information contained in any of the issues stimulated further questions or a need for 
more in-depth information, please call or write to us at th?» Federation. We will do our best to 
provide you with tbo assistance you heed. Contact: 

Janet Vol^, Editor 

Martha Z^gler, Project Director 

Federatidii for Children with Special Needs 

312 Stuart Street, 2nd Floor 

BiMton, Massachusetts 02! 16 

Phone: (617) 482-2915 
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coalitions^ in particular, began with the volunteer efforts of parents to secure educational rights for their 
children with disahilities. Now, many parent coalitions operate centers whh paid staff members.who have 
been hired from the ranks of the original volunteers. Centers continue to rely on volunteenj. both as a way to 
expand the ser vices that the centers can offer, and to empower and inform parents and others who volunteer. 
Therefore, volunteer programs in the parent center can be seen as a service for the center and as a service 
offered by the center. 

The reciprocal nature of volunteering in the parent center offers an opportunity for a powerful, dynamic 
partnership. This issue o{Co4;^tipnQuQrterlyicsQT\hc& somecurrent volunteer programs and highlights some 
prindples that have proven to be vali jblc in creating and sustaining that partnership. 



There is no single program model for volunteer participation in parent centers. Each center has its own way of 
integrating volunteer efforu into the total fabric of its own program goais arJ objectives. Volunteers have been 
drawn from the ranks of retired citi/ens, paret*ts of childicn with special needs, CETA workers, university students 
(both graduate and undergraduate), disabled adults and adolescents, friends and neighbors, and professional 
persons in the community; 

Often these volunteer resources grow from informal contacts to long-term, formal arrangements. For example, 
one parent center /located nea*- several colleges and universities, informally encouraged interested college students to 
use the center*s library for research projects or term papers wiiich would be mutually beneficial to the student and 
the center. Gradually this arrangement became formalized into written job descriptions beingsubmitted to acentral 
student placement office. The students could gain academic credit for the supervised work they did at the parent 
center, and the parent center provided resources that the students would not otherwise have had access to. A 
sampling of student projects includes performing legislative research, updating printed material, organizing library 
materials, compiling up^to-date directories, editing the newsletter, and assisting with training projects. 

In another iastance, a parent center found itseW located in the same building, just down the hall, from a 
vocational training program for adults with developmental disabilities. It was not long before an informal 
arrangement was set up whereby the adults in the workshop did many of the routine clerical tasks, like stapling, 
collating, and photocopying, as part of their training, the entire staff of the parent center b:xame friendly with the 
workshop participants and gave them much appredation and praise for the work they did. The volunteers provided 
a valuable service and were de:ighted to have helped in a "^realHoffice^^situation; without this assignment they had to 
practice with "^pretend work.** 



TMt rtport was prtptrttf under Contricl No. JM-tMSSf from Vkt VS. De pirtmtnt of Edueatfon, Spedal Cdticitiofi 
frofhiaH and RdiabilHatlve Smkct, Sptcfal Education Program. Contracts undertaklnf Mck projects under 
fovtmoMnt tpontortUp are encouraged to exprett freely their Judgment In profeciional %U teclinkal mattert. Point of 
view or oplnfon, therefore, do not neccMarily repreteiit the Education Departmenrs position or policy. 
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A number of centers report thiit senior diizen volunteers are especially loyal and reliable. They are motivated 
almost exclusively by a desire to be of service* to make a difference in the lives of other people, especially children, 
and to feel needed, 

Cdalitiom have also benefited from professional advice and assistance from lawyers* accountants, public 
relations and publicity experU, business managers, joumalisu and teachers. Many centers are able to attract 
professionals to donate time. Others recruit specific needed professional help from programs like^United Way's 
**Managenieht Assbtance Program** (MAP). 



Parents as Volunteers 

Parents of chiMren with special needs who have received assistance from the parent center have always been a 
valuable volunteer resource. Often parents recci the assistance they need through special workshops designed to 
inforiri them of their rights and responsibilities under various laws.* As a lo^cal extension of the standard parent 
training, centers arc now training key parents in specified geographical regions to provide assistance and training to 
other parents in their communities. 

One such program* the Indiana Pareu. fraining Program (IPTP). conducted by the Task Force on.Education 
for the Handicapped* Inc., in South Bend, Indiana, trains parents to serve as Regional Parent Representatives 
(RPRs).** Joan Miltenberger* Project Coordinator* shared some of the conclusions of the IPTP staff: '•We have 
begun to realize that the parent advocates we train arc truly volunteer in the field.* We have made an effort not to 
coddle our volunteers* but have presented them with the challenge of helping other pare nts develop skills to work as 
equal partners with the schools. Though they not paid staff* their commitment to the organisation must be 
strong and the organi7ation*s support to then* rhust be consistent." 

Knowledgeable* experienced parents arc recruited from among participants in the basic workshops for parents, 
froni special education advisory boards, parent groups* and arc referred by special education personnel. They are 
offered the opportunity, to conduct training themscivcs for other parents in their conrimunity. Applicants are 
required to complete a questionnaire designed to assess their specific areas of interest* their knowledge of special 
education laws* and their level of commitment to parent involvmeht and to promoting cooperative school-home 
rehtiunships. Once the RPRs have been selected and their needs determined, the IPTP staff trainers clarify their 
training.goals and sncll out the responsibilities of the staff and the RPR through further interviews. 

TTie RPR*s participate in an initial, intensive two-day training session, designed to meet the following 
objectives; 

• to convey in-depth knowledge of federal and state legislation* the spcdal education process and community 
resources* 

• to help trainees develop their skills in interviewing and problem-solving, communicating with school personnel 
and in conducting workshops for groups of parents and professionals. 

In a follow-uo ttaining, participants learn to conduct an informal assessment of parent education/ information 
needs and to determine how they, each with their different skills, will carry out parent education efforts. 

Joan Miltenberger stresses the importance of ongoing follow-up support from the training staff: **As a 
volunteer or staff person our grratcst motivation and rewards arc often personal and intrinsic. We need to continue 
to help the RPR develop motivation and skills through ongoing feedback, professional development opportunites 
and recognition.** 

In a similar program conducted by the Parent Educational Advocacy Training Center in Alexandria* Virginia* 
directed by Wiqifred Andcrsr>* three-member Parent/ Professional Teams are prepared to work together as 
volunteers. The^arent/ Professional Teams work in their respective communities to teach parents the knowledge 
and skills needed to be effective educational planners tor their children with disabilities. Each team consists of at 
least one parent of a child with special needs and at least one professio.ial currently working in the field of special 
educaition. 



• lhl% type of parent training was discussed in a previous ivsue of CoalhUm Quarterlw "Advocacy Management in the Parent 
Center** (Volume I, Numbers 4 and 5). 

This training program Is covered in more detail in Counterpoint, Vol. Ill, Number 2* Nov. 1982, inanarticlc entitled 'Indiana 



Q Parent Training Program*** by Joan Miltenberger, pg. 19. 
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During an intensive four-day workshop held at a conference center, the Parent/ Professional Teams learn the 
substantive content necessary to conduct parent training workshops covering ail phases of the educational cycle. 
The basic training materials for the workshop include: 

U Negotiating the Special Education Maze: A Guide for Parents and Teachers, written by parent center staff 
members Wir.ifitd Anderson, Stephen Chitwood, and Dcidre Hayden, published by Prentice/ Inc. in 
1982; 

1 State regulations governing special education programs; 

i Mastering the Maze, a training manual for Parent/ Professional Teams. 

In addition to the integration needed to conduct parent trainings in their communities, the team members 
learn management principles relating to shared leadership. The volunteer trainees must learn how to become team 
leaders, to recognize their own and each other's strengths and.weaknesses, and determine how they can best work 
together. By the time the team leaves the four-day training program, it has developed a management plan which 
spclk j>ut speciflcally which team member is responsible for each aspect of the parent training courses they will 
conduct in their community. 

Following the Parent/ Professional Team training workshop, each team is required within the following six 
months to conduct at least two fifteen-hour workshops for parents. The content of the parent workshop includes 
child development topics in which parents learn to document their personal information about their child and to use 
this information effectively in school meetings. Skills in *Vccord decoding** are taught which provide parents a 
technique for interpreting and using their child's school records. Information and training concerning the local 
school s^tcm's process for identification, evalui^tion, eligibility, IndividualiTed Education Programs, placement, 
annual review and due process procedures arc included in the conteiit for parent training courses conducted by the 
Parent/ Professional Teams. 

Ongoing support and technical assistance constitute ah important part of the services provided to the volunteer 
teams by the parent center staff. Each team has a parent center staff member assigned for this purpose. The staff 
person attends thd t«n> first training course in the cohimunity, offers constructive feedback, and seryes as a 
contact person for ongoing supervision. A regular newsletter keeps the team members up-tOKlatc anid serves as a 
forum for the volunteers to share new techniques, solutions, and successes. Follow-on inservice training workshops 
highlight one aspect of the job U\z volunteers are fequired io do in the community. Teams are provided time to plan 
modificatieiis to the training cotrses they conduct in order to allow for the uniqueness of each local school systern. 
Ther opportunity to modify the training course design and to adapt the program to their own community is 
intrinsically rewarding to the volunteer trainers. 

Other centers have designed programs to train parents and professionals to represent people with disabilities or 
their parents at due process hearings. In exchange for the trainhg, and as part of their practicum requirement to 
receive a certificate of completion, participants agree to volunteer a specified amount of rime or handle a specified 
number of cases. 



Management Strategies 

The following are some additional reminders and cautions based upon parent center experiences in managing 
volunteer programs: 

Commitiriem of Management. This commmitmcnt implies that the leadership of the organization has thought 
carefully about the role of the volunteer in the overall program, and has allotted the necessary resources, both in 
terms of sraff hours needed for supervision and training* and, if possible, for stipends to cover volunteer expenses. 
To assure that staff at all levels do their part to make the volunteer program work, it is important that they be 
involved in the design of the program from the beginning. 

Status of Vduntteer, It is important that the volunteers know the relationship of their job to the overall effort, and 
that the goals arid objeaives for the volunteer programs are inseparably linked with those of the agency. The 
volunteer*s commitment to the job is as serious as that of a paid worker. Written job descriptions shouM clarify 
specific duties and timelines, and a supervisor should be assigned. In addition to job descriptions, the SoutWwwlern 
Ohio Coalition For Handicapped Children, Cincinnati, Ohio, has designed a •^Memorandum of UndcrsUndmg 
which spells out cyerall volunteer/ agency relationships and responsibilities.* 



• Sample available through iht CooHtion Quartedy or directly through Southwestern Ohio Coalition For Persons with 
c rnn Disabilities, 3333 Vine Street, Cincinnati. Ohio 45220. 
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SopenWon^VoIuntcere sho receive initial training and orientation comparable to that provided paid staff. Betty 
•"•.Si'^"? !l Information Agency. Quincy. Massachusetts, stresses the importance of 

stayini closely involved with the volunteer dunng the start-up time. At the same time, she stresses being xnsitive to 
tte moment when the volunteer is ready to do the job without direct supervision. Inservicc training should also be 
given to the staff in supcr\'ising volunteers. 

OjindemWIty. Volunteers should have access to confidential files as needed to carry out their job lesponsibiiities 
They should be trained and supervised by thestaffto use the records appropriately, and should be expected to honor 
the same standards of confidentiality as salaried employees. 

Records. DocumenuUon of individual volunteer service should contain information on the type of assignment 
given, work performed, hours served, time sheets, evaluations, and references. Thorough records of the volunteer 
activities companng the value iA services provided in return, for dollars invested will also demonstrate cost 
effectiveness. 



VOLUNTEERS THAT WORK 

' Elizabeth Binkard, Marge Goldberg, and Paula Goldberg 

PACER Center, Inc. 

-The opportunity to give children correct information about handicapping conditions"... "Excitemem about 
puppets as a fun and effective medium to teach children"... -The satisfaction that a few fears and'misconceptions 
about people With disabilities have been laid to rest... " 

M- ••^ reasons by volunteers for their partidpation in COUNT ME IN (CM I), a 

Minncapojis-based handicap awareness project that has brought puppets portraying children with disr.oilitics into 
dassroomi and-bciore over 4().(MX) twin Cities school children since the summer of-J^?'). Voluntcctx have always 
been an important part of the program, originally created by staff members of PACER Cemer. Inc.. the parent 
coahtion in Minnesota. 

PACER'S parents realized that the entry of handicapped children into the mainstream could be eased if their 
.ionhandicappcd^classmates understood more about disabilities and. thus, held fewer apprehensions ^bout 
youngsters with the handicapping conditions. The use of puppets to present the information to children was shortly 
decided upon as an entertaining and enjoyable medium. PACER's large, hand-and-rod puppets portray children 
with vanous handicaps as well as nonhandicappcd characters. Their scripted dialogues with each other let the 
audience know some basic facts about each condition and what it means for the person's life. The central message, 
however, is that handicapped children are pretty much like everyone else... they like sports and argue with their 
siblings and have good fnends, among many other shared characteristics. 

Rather than the CM I staff (two cooidinators and one assisrant) ser\ ing as the sole puppeteers for the school 
programs, the invo vjment of volunteers who would be trained :n handicapawarcncssand puppetry techniques was 
seen as an essential program component for two reasons: 

First, acconling to Polly Edmunds and Rianne Leaf. CMI'sstaff coordinators, was thdr interest in increasing 
the knowledge and awareness levels among adults in general about handicapping conditions -since so many adults 
had been raised in an era when disabled persons were encouraged to remain out of sight, and polite pepnie were 
taught not to ask questions about those who did come into public view. Accordingly, the program has lecruited 
volunteers among parents of nonhandicappcd children and. in fact. Leaf says, has found more volunteers from those 
ranks than among parents of disabled youngsters. 

A second reason for use of volunteers was to expand the number of cliildren who could be reached by the CMI 
project. The volunteers have freed the CMI staff from the need to give all puppet shows thehiselv«: hence, staff 
members have been able to spend more time devdoping scripts, expanding their training programs, and 
administering grants {hat have allowed programs to be developed in other areas of Minnesota. 

1°'^]^: .CWI has trained 493 puppeteers throughout Minnesota and in five other states. Those traine J outside 
the rwin-Cities and in other states .•u-.ve then developed thdr own awareness projects which they administer 
themselves. ' ' 
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Recruitment 

Several routes are followed to recruit volunteers, according to Edmunds* who administers the CMI volunteer 
program. Articles about upcoming volunteer training sessions are sent to **Volunteers Wanted^ columns and 
community news sections of the Twin Cities metro area daily, weekly, and neighborhood newspapers. The many 
disability organizations that form the PACER coalition help to publici/e the program's needs, and letters are sent to 
former CMI volunteers, asking that t help with recruitment among their acc|uaintances. Finally, parents ' vhos(s 
children have seen the puppet program; at school will frequently call for more information and, possibfy, to become 
involved themselves. 

CMI has no formal, v ntten criteria which potential volunteers must meet in order to participate. Instead, the 
final selection process, occurs gradually as volunteers go through training sessions and begin giving shows. 
According to Edmunds, usually volunteers who aren't qualified to become puppeteers will themselves sense they 
arenl doing as well as their team rhenbers and will opt for one of the non-puppeteer roles or phase themselves out of 
the project. 

Volunteer TrrJhing 

All volunteers are required to attend a two-and-a-half-day-lohg training session where they receive a "^training 
packet*^ which includes material on puppetry techniques, articles that deal with the feelings and insights of their 
handicap{f*d authors, and a very important, 106-pagc CAf/ Resource Manual, 

The last, to*:>c read and discussed and kept as a reference, contaias facts and information about the various 
handicapping conditions,.describes aids and coping techniques used by disabled persons, gives extensive lists of 
other reading materials about handicaps, lists questions often asked by children in the puppet show audiences, and 
suggests ""simulation^ activities that can be used in classrooms to acquaint children with what having a handicap is 
like. 

After being introduced to techriiqucs, the trainees will then choose ; puppet they want to operate. Those 
metro area volunteers who work on a continuing basis with CMI staff will first go out to do shows accompanied by 
the staff members. Edmunds spends extra time with beginning volunteers. Having read evaluations completed by 
teachers whose classes have seen the show and reviewed team members* own critiques, she works with volunteers on 
any problems that occur. 

Later, as the volunteers* expertise develops, they 11 be formed into independent teams and go into schoc Is 
themselves— though Edmunds will continue to visit periodically and observe how they*re doing. 

A stipend of SIS per day is paid to each volunteer to cover mileage, food and babysitting expenses. The average 
time spent per volunteer doing CMI programs is about two days each month. 

An Assortment of Backgrounds 

Besides parents, volunteers have come from a variety of backgrounds. They include: a professional waiter; a 
professional actor; former elementary tciichers; nurses whoVc worked with handicapped children in hospitals; a 
woman 'vho*s done summer stock; a TV producer; University of Minnesota students; a woman from^South America 
who helps give programs in schools with bilingual children; Giri Scouts who do shows at their summer camps; and 
two junior higS boys who took the training during a school break and now help with shows during the summer. 

Leaf points out that the benefits of training the volunteers has produced results that extend far beyond the CMI 
project. From interviews with participants at each year*s end. the staff has learned that a substantial number have 
also become involved with many other types of handicap awiircness activities working within schools, hospitals, 
ptiblic institutions and churches. 

It Works 

LcAnnc Nelson-Dahl, a CMI staff member who Is disabled, speculates that the CMI project has succeeded 
because **the volunteers believe in the program and what it*s trying to accomplish. TheyVe very dedicated to 
something in which they truly believe.** 

For more information about the Count Me In Program or the PACER puppets, contact the PACER Center, 
4701 Chicago Avenue, Minneapolis, Minnesota SS407. 
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RECENT DEVELOPMENTS 

EDUCATIGN OF THE HANDICAPPED ACT AMENDMENTS OF 1983, SECTION 631. . I 
JAMAS SERAN VENCiDOS ' , 3 

This is the final issue of Coalition Quarterly to be published under this contract with the U.S. 
Department of Education, Office of Special Education and Rehabilitation Services. Since the first 
issue was published in 1980, our purpose has been to offer the specialized mjanagement assistance 
needed by parents to set up and operate centers that would offer training and information services to 
other parents of children with disabilities. Although parents are motwaied to develop such programs 
to meet pressing needs, often the activities involved in administering such a center are so demanding as 
to eclipse the original motivation. The intention of Coalition Quarterly has been to supply 
management information that would promote the stability and accountability of the programs, and at 
the same time allow the energy behind the commitment to flourish. 

Since that first issue was published, some important changes have taken place. The parent 
movement has gained momentum; parents are recognized as the new professionals in special education 
and rehabilitation. Originally, official acknowledgement came from framers of P.L. 94-142 who 
included parent participation in every aspect of developing and implementing each chilfs 
individualized educational program. Now, through the Education of- the Handicapped Act 
Amendments of 1983, P.L. 98-199, signed into law on December 2, 1983, the critical role that parents 
play in the education of their handicapped children, and as teachers and supporters of each other, has 
received even more official recognition. The Amendments of 1983 underscore the original intent of the 
law by requiring that a specified percentage of the annual education appropriations be set aside to 
support parent-to-parent training and information projects throughout the nation. 

This issue of Coalition Quarterly begins with a brief introduction to the new amendments, and then 
quotes the entire section that pertains to parent organizations. The second article hus been prepared by 
Richard M. Lash, former project director of the Direction Service operated by Community Service 
Society of New York City, and now executive director of Sinergia, Inc. Mr. Lash*s article has been 
chosen to close this series of Coalition Quarterly for two reasons. First, the story described here 
illustrates many cf the questions received by this project over the years: How to organize parents in the 
first place, and, then, how to keep them together in a viable and energetic group. The parents described, 
by Mr. Lash provide a sterling example of the commitment, innovativeness, hard work and joy that 

This report was prepared under Coiitract No. 300-80-0859 from the U.S. Department of Education* Special Education 
Programs and Rehabilitative Services* Special Education Programs. Contractees undertaidng such projects under 
government spotjsorship are encouraged to express freely their judgment in professional and technical matters. Point of 
view or opinion, therefore, do not necessarily represent the Education Department's position or policy. 

Prepared by: The Federation fo.* Children with Special Needs, 312 Stuart Street* 2nd Floor 

Boston, Massachusetts 02116 

Editor: Janet Vohs 

Project Director: Martha H. Ziegler, Executive Director, Federation for Children with Special Needs 

Publication and National Information Center for Handicapped Children and Youth 
Distribution: Box 1492, Washington, D.C. 20036 



.combine to form the driving-force of such efforts when parents are bound by a common goal. Second,* ^ 
the parent leadership that Mr. Lash described embodies much of what the Congress of the United 
States chose to support with the new le^slation. 

Celebrations are in order on both counts: The law will make possible.stronger and better organized 
parent involvement. And, as of June 1984, the New York Pac/re^ 'organization has just received its first 
contract with the N.Y. City Youth Bureau to operate their own parent-run Direction Service. 

EDUCATION OF THE HANDICAPPED ACT AMENDMENTS OF 1983: 
Introduction and Te::t of Section 631 (c), (1H7) 

This past year has been a landmark year legislatively: Both the Education of the Handicapped Act 
and the Rehabilitation Act were due for reauthorization. Congress deliberately timed these two laws 
for simultaneous renewal in order to emphasize the intention that there is to be a continuum of services, 
rather than two mutually exclusive systems, devoted to serving persons with disabilities. John Doyle, 
Majority Staff Director of the Senate Sub-committee on the Handicapped, summed up this year's 
legislative work as follows: . • . looking now at the special education and rehabilitation provisions that 
resulted from last year's legislative activities— where programs were continued, where programs were 
enhanced, and funding levels were increased— if you look at all these provisions together, I think it is 
fair to say that you could group them all under the category of being client-centered provisions, that are 
much needed.'' 

Space limitations prevent a lengthy summary of these laws. The editors recommend that readers 
obtain copies of each of these laws and the accompanying reports. The Spedal Education 
Amendments are P.L. 98-199, and are explained in Senate Report No. 98-191. The Rehabilitation Act 
Amendments, P.L. 98-221, are discussed in the'House of Representatives ^Report No. 98-595. The 
March/ April issue of Programs for the Handicapped contains a one-page point-by-point summary of 
the Rehabilitation Amendments. Copies are availat free from: Programs for the Handicapped, 
CLEARING HOUSE ON THE. HANDICAPPED, Office of Information and Resources for the 
Handicapped, Room 3132 Switzei Building, Washington, D.C. 20202. Telephone: (202)732-1248 or 
732-1245. 

Section 631 (c)(i) through (7) 

There are specific components of the Amendments of the Handicapped Act of 1983, which embody 
many of (he philosophical, structural, and organizational principles discussed throughout the series of 
Coalition Quai'terly. Following is the new section of the law that establishes a federal program for 
parent training and information: 

(c) (l) The Secretary is authorized to make grants through a separate competition to private 
nonprofit organizations for the purpose of providing training and information to parents 
of handicapped children and volunteers who work with parents to enable such individuals 
to participate more effectively with professionals in meeting the educational needs of 
handicapped children. Such grants shall be designed to meet the unique training and 
information needs of parents of handicapped children, including those who are member^ 
of groups that have been traditionally underrepresented, living in the area to be served by 
the grant. 

(2) In order to receive a grant under this subsection a private nonprofit organization shall-^ 

(A) be governed by a board of directors on which a majority of the members are 
parents of handicapped children and which includes members who are 
professionals in the field of special €i^.ucation and related sei vices who serve 
handicapped children and youth; or if the nonprofit private organization does 
not have such a board^^ such organization shall have a membership which 
represents the interests of individuals with handicapping conditiorts, and shall 
establish a special governing co nmittee on which a majority of the members are 
parents of handicapped children and which includes members who are 
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proJessioriubM the fields of spedal education and related services, to operate the 
training and information program under this subsection; 

(B) serve the parents of children with the full range of handicapping conditions under 
such grant program;: and 

(C) demonstrate the capacity and expertise tc conduct effectively the trairring and 
information activities authorized under this subsection. 

(3) The board of directors or special governing committee of a private nonprofit organization 
receiving a grant under this subsection shall meet at least once in each calendar quarter to 
review such parent training and information activities, and each such committee shall 
advise the governing board directly of its views and recommendations. Whenever a private 
non-profit organization requests the renewal of a grant under this subsection, the board of 
directors or the special governing committee shall submit to the Secretary a written review 
of the parent training and information program conducted by that private nonprofit 
orgaruzatipn during the preceding fiscal year. 

(4) The Secretary shall ensure that grants under this subsection will^ 

(A) be distributed geographically to the greatest extent possible throughout all the 
States; and 

(B) be targeted to parents of handicapped children in both urban and rural areas, or 
on a State, or regional basis. 

(5) Parent training and information programs assisted under this subsection shall assist 
parents tO'^ 

(A) better understand the nature and needs of the handicapping conditions of their 
child; 

(B) provide followup support for their handicapped child's educational programs; ^ 

(C) communicate more effectively with special and regular educators, adminis- 
trators, related services personnel, and other relevant professionals; 

(D) participate in educational dectsionmakUig processes including the development 
of their handicapped child's iridividualized educational program; 

(E) obtain information about the programs, services, and resources available to their 
handicapped child, and the degree to which the programs, services, and resources 
are appropriate; and 

(F) understand the provisions for the education of handicapped children as specified 
under part B of this Act. 

(6) Each private nonprofit organization operating a program receiving assistance under this 
subsection shall consult with approprmte agencies which serve or assist handicapped 
children and youth and are located in the jurisdictions served by the program. 

(7) The Secretary shall provide technical assistance by grant or contract, for establishing, 
developing, and coordinating parent training and information programs. 

JAMAS SERAN VENCIDOS 
By Richard Ush, Executive Director of Sinergia, Inc. 150 W. 105 St., New York, N.Y. 10025 

"Los Padres— Unidos— Jamas seran vencidosnhc parents united, will never be defeated! Witnessing 
their spirit, dignity, and unity, it seems that they will not be defeated— but who are these Padres! 

Los Padres Unidos are parents and families of Jiandicapped children and youth. They share the 
streets, enem^nts, housing projects, bodegas and botanicas in the Manhattan Valley neighborhood of 
New York City. 
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The Padres arc united because as vulnerable individuals they know, all too well, that they can be- 
defeated. Eighty percent of the families are single parent, female headed households with one or more 
handicapped children. Only a few speak English, many do not have telephores, and many require an 
escort/ translator to assist them in tising the subv'ay system to keep appointments at hospitals and 
special education schools. 

They are united because they found the help they needed in Direction Service, a federally funded 
program operated by the Community Service Society (CSS) to assist families in securing the special 
education and related services that their children require. 

Crisis 

Since federal funding would end completely in 1982, new funds or new means had to be found to 
continue the Direction Service activities. The resolve of the parents was immediately apparent. They 
were not going to accept the dissolution of what had now become their program. After brief 
considerations they rejected a suggestion for a protest demonstration. They favored a positive action! 
They, who had little or no experience in organizing, decided to organize to help themselves and their 
children. 

Response from the Fathers and Mothers 

A father volunteered that he had fashioned a.cart from which he could sell orange juice on the 
comer, and the profit would go toward the maintenance of the Direction. Service. A mother recalled 
her experience in the needle trades and offered to make items to sell, while another stated that her 
former employment had been in food services and she could prepare food to sell. Considering the 
group's common skills and the immediate market, Los Padres began their first common effort: They 
wouJd prepare lunch to sell u the faculty of Public School 145, on the first Friday of the semester. The 
announcement of the luncheon was well received by the teachers and staff of PS 145 and some 
community persons said they would attend also.dn the two hours that Los Padres served comidas 
criollas (native foods) they grossed $170.00. They had worked together, ana judged themselves 
successful in their first venture. Moreover, people began to know of their organization and their 
resolve. During the lunch, they had also received an offer to cater an open house at the opening of a 
iocar office of a comniiinity agency. 

The catering arrangement was successful and the Pac/w 'effort was noted by community leaders and 
elected representatives, raost notably their.Iocal representative on the City Council. As^ result of the 
parents* efforts, CSS promised emergency assistance. That assistance provided supplemental funds 
and helped support what would become a joint task force to plan for Direction Service and Los Padres 
Unidos, who had signified their intent to institutionalize the project by becoming a formal, 
community-based organization. 

During October 198 1, Los Padres conducted a raffle and a cake sale, again experiencing a modest 
success financially and remarkable success in working together. In early November, they thought 
about Thanksgiving and how many of their members, as well as their neighbors, do not have even 
adequate food, let alone, a holiday family dinner. They solicited donations of food fromeach other, the 
PS 145 faculty. Direction Service sta^f and CSS personnel. All responded and the local merchants 
began to donate foodstuffs. A few Columbia University fraternities joined the effort. Cash donations 
enabled the committee to include one or two Thanksgiving chickens in the baskets which totaled about 
forty, exceeding their orij^nal goal of twelve baskets for needy families. 

By Christmas of 198 1, Los Padres were busy planning a toy distribution and family dinner for the 
holiday. 

Appeal to N.Y. City and State Officials 

With the help of a local community organizer, Los Padres met with the local representative from the 
New York City Council and then approached the N.Y. City Youth Board for funding to support 
Direction Service* 

While the application to the Youth Board ""^s being requested, Los Padres wrote to the Assistant 
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^ * « Commissioner of the N. Y* State Department of Education requesting that any available resources for 
handicapped children be utilized in a way that would reflect the planning and needs of minority 
parents. The Gommis:upner came to New York tc meet with Los Padres, giving them the opportunity 
to present thdr needs face to face* The Padres gained approximately half of thf/fin^udal support 
required for Direction Service at that meeting, and in return promised to tianslate existing Spanish 
parent material into colloquial langage for famUies, as well as to secure additional funding from other 
sources. While reporting their success at the next Task Force meeting, they learned that CSS had 
allocated sufficient funds for a N.Y. City Youth Board matching grant, which would, with this State 
Education Department contract, conti.«ue the Dir<xtion Service throughout the 82-83 fiscal year 
without federal funding. 

The combined support of the State Education Department, the City Youth Board, and the 
Community Seryice Society not only allowed the Direction Service to contir Me its individual case 
work for the children and families, but also to create a formal component of self*help groups for youth 
and families. Individual assistance was still available, but the families could now attend group sessions 
to plan and learn from a curriculum which would offer information, material and experiences to foster 
their attempt to manage independently. Further, the curriculum offering was structured so that they 
could function in the groups collectively, individually, and as members of a developing corporation. 

Los Padres Unidos is working with the sponsoring agency, CSS, to eventually replace CSS as the 
incorporated, non-profit community-based organization which will operate Direction Service. The 
activity brought those parents with leadership ability to the fore, and has allowed the membership to 
select and approve its leaders while forming a membership structure. 

Self Discovery 

As LosLPadres planned for their children, and assessed needs and resources, they gradually went 
through a process which refocused their view. When they were given the opportunity, and a structure 
within which they would do their ovm planning, they found it difficult to isolate their focus to the needs 
of their handicapped children for special education and related services. It seems that they began to re- 
evaluate their own lives as parents, and the needs of their family as a whole. Although their ass<;ssments 
and discussions revealed needs ranging from legal services to adequate, affordable housing, the two top 
priorities, invariably, were and are, education and job preparation. As thsy looked at the needs of their 
children, they saw their own needs, hopes and ambitions. The direction, which they gave to Direction, 
was that we cannot Improve the opportunities for our handicapped children without attention to the 
total family needs. Conversely, their effort to enhance the well-being of the family unit was viewed as 
improving the opportunities available to their handicapped children. It seemed so ea^y for 
professionals to isolate their handicapped children for a specific service, e.g., education. And it seemed 
so difficult, or perhaps unnatural, to Los Padres to select one service from all of their interrelated 
needs. 

They sought an alternate form of income production, one which would reconcile their need for day 
care, their inability to travel to distant pans of the city, their limited language ability and their 
marketable skills. Ultimately, they joined with several other similarly interested groups to form a 
'Voopera//va"(cooperative), which they would operate and control as workers. Los Padres brought to 
the new cooperative, their experience in the needle trades and garment industry. 

The total concept of Los Padres was a cooperative that could accommodate both parents and young 
people with disabilities. It would eventually be associated with a work development center in a 
comprehensive educational, training and employment program. Meanwhile, they knew that they 
needed expert guic'ince, and again appealed to CSS for technical assistance. The sponsoring agency 
responded through its Center for Economic Development and assigned personnel to assist Los Padres 
Unidos. 

Steady Growth and A Bright Future 

While Los Padres have demonstrated both interest and industry in planning for themselves, they 
have also found time to help others, to reach out to the Hispanic community-at-large, and to enjoy the 
City*s cultural and recreational opportunities as families. 

Er|c ' 81 



The second annual Thanksgiving Food Disiribuiicrt exceeded all expectations, filling over 150 * 
baskets and included a family- dir.wer prepared by Los Padres. The activity received major media 
attention in New York City* 

When Los Padres joined the Nat|onal Congr.tss for Puerto Rican Rights, they organized and 
conducted the first workshop or. the atcds of 4lispanic handicapped children for the National 
Congress* 

Los Padres have also found time for S ;ommunity activities* The first family outing to 

Jones Beach i.was held last suriimer with hel^^. N*Y* City Youth Board and Community Board 

#?• Another.activity took the families to Rocket illet i^^^^ to vie>v.the Christm^ tree which most had 
only seen on TV, the ice skating rink and Christm^ storc windows* A children's choir was formed and 
caroled in 't»,t neighborhood, at a Manhattan CaMj TV children's party and at CSS* With the help of 
Con Edison, Los Paares attended an Hispanic ?^;^ra at Lincoln Center* Ririgling Brothers-Bamum 
and Bailey arranged for a real circus clown to visit and perform for the children at the Direction Service 
/site a week before they provided tickets for 300 children and.parents taattend a matinee during the 
spring school recess* 

To keep its membership informed and interested, as well as to comniunicate with a network of 
people important to their mission, Los Padres Unidos established a newsletter which they 
appropriately named ""LrJ Padres Unidos."* Parents and youth contribute stories, drawings and 
announcements* 

On July 5, 1983, the Padres were incorporated under the name Sinergia. Inc., which means synergy* 
The majority of the governing board members are minority p.^rents of handicapped children and 
youth* They serve all categorical handicaps and developmental C oabilities* 

"Z.05 Padres— Unidos— jamas seran vencidosriht parents, united, will never be defeated! To date, 
they have taken important steps toward their goal of enhancing the well-being of minority families with 
handicapped children* They have suffered setbacA id disappointments, but have shown perseverance 
and determination* They have gained individual and group confidence* They are unknowingly 
beginning to emerge as a social conscience for the establishment's decision makers* These Padres, who 
as individuals have been so vulnerable, have not, as a group united, ever been defeated! 
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CUent-Centered Provisions of Special 
Eduction and Rehabilitation Act Amendments 



John A. Doyle, Majority Staff Director of the 
US. Senate Subcommittee on the Handicapped, 
gave the following talk at a recent conference on 
''Transition^ held in Washington, D.C The 
speech is included here because it sunmarizes a 
number of issues that are of primary interest to 
coalitions workirig for people with disabilities; of 
particular interest is Mr. Doyle's discussion of the 
interrrelatedi:oles of special education and voca- 
tional rehabilitation in providing a continuum of 
{\ services. Mr. Doyle's speech: 
O Before beginning my remarks, I expreijs to yoii Senator 
Weicker's greetings and best wishes for a successful and 
productive session here in Washington. As chairman of the 
authorizing and appropriations subcommittees concerned 
with individuals \^th disabilities, the Senator has, as you 
know, become a principal spokesman for those who can- 
not, often, speak for themselves. The work I will describe 
to you today is indeed his work in which I am proud to 
have played a supporting role. 




First, A Legislative Primer 

As you know, there are two iciiids of laws enacted by the 
Congress. One is an authorizing law which is nierely a 
statute that says a certain thing shall be done. Being a 
smoker, Fm fond of using the ashtray metaphor. Let's say 
we decided that everybody in America was going to g:t an 
ashtray. Undoubtedly, it would be of a certain size, shape, 
weight; and be inscribed in a cej^tain way, this year maybe 
with, the International Olympicisymbol. Let's say that we 
put all these requiremems together into a bill, which then 
passes the House and the Senate, the President signs it, and 
it becomes law. 

// is not an accident that both of 
these programs appeared on the 
caleridar for reauthorization during 
the same year. 

Does that law get any ashtrays out? No. Thai is called an 
authorizing law; it merely establishes a requireihent that 
something is going to be done. The next part of the process 
occurs when the Appropriations Committees determine 
that, in order to make this requirement work, we need to 
fund it at x millions of dollars. Once that is done, and the 
Good Lord and the regulation writers willing— not neces- 
sarily in that order— perhaps the ashtrays will get out to air 
Americans. 

Then, every so many years, authorizing laws come up 
for renewal. Congress must again take a look at them, 
must again say whether the programs should be continued, 
whether the ashtray- should continue to go out. In the 
course of this reviev^— a process called reauthorization— 
Congress may decide that some changes are needed. 
Maybe, instead of displaying the International Olympic 
symbol, the aishtrays ought to contain some other message. 

continued on page, 2 
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That proce^ is exactly what happened last year, when 
the Congress undertook reauthorization of Ihe Vocational 
Rehabilitation Act and the discretionary programs in the 
Education of the Handicapped Act. It is not an' accident 
that both of these programs appearfd on the calendar for 
reauthorization during the 'ame year. Back in 1981, the 
Subcommittee on the Handicapped took action to make 
both progranis expire at the same time in order to give 
Congressional emphasis to the fact that there are not tw « 
mutually exclusive systems here. Rather, what there is is a 
person with c disability and a continuum of services to try 
to serve that person. 

Hearings were held; sonie of you took advantage of the 
opportunity to let the Congress know what you thorght of 
the Vocational Rehabilitation and the special education 
acts. We proceeded from the hearings to markups in com- 
mittees, and then to passage by both the House and 
Senate. In December 1983, the President signed the new 
Education of the Handicapped Act Amendments, and on 
February 22, 1984, the President signed the Vocational 
Rehabilitation Amendments; 

As Congress began work on these 
two laws (and I think I can speak for 
my House conterparts as well here) 
we adopted Sam Irvin's advice: 'If it 
ain't broke, don't fix it!' 



Summary of Major Provisions 

Although I; and others, will sumrjiarize for you the 
major provisions in these two laws, I urge you to read each 
law. Why? Because the lawis what counts. Regulations, 
requests for proposals, informal comments by Congres- 
sional staff or othersdo not count. THE LAW COUNTS. 
YOU OUbHT TO READ IT. It is important. that you 
know the structure within which you will operate for the 
next three years, when the next reauthorization process 
takes place. 
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As Congress began work on these tv/o laws (and i think 
1 can speak r or my House counterparts as well here) we 
adopted Sam Irvin's advice: "If it ain't broke, don't fix it** 
>ye took a look at the various sections of the laws, with a 
view towards continuing and enhancing what was good, 
and to see if we could even make it a little better. 

Vocational Pehabilitation Program Changes 

Discretionary Programs 

As you know, 90 percent of the vocational rehabilitation 
dollars go to the states for basic vocational rehabilitation 
services, and the other 10 percent go for a Wide variety of 
federal discietionary programs. Discretionary activities are 
funded to supplement the main law. For example, the law 
says that we will have vocational rehabilitation in each of 
the states. In order to do that, we need traihed persohnel. 
Therefore, there is a part of the law that establishesia 
tiBining program. This n)oney,^funded at just over 20 
million dollars, goes to the States and to the regions to 
train counselors and other kinds of perebns to work in the 
vocational rehabilitation process. 

There is also a National Institute of Handicapped. 
Research (NIHR) for both basic and applied research 
activities funded at aboiit 36 million dollars. Personnel 
training, the NIHR, the program for migrants and so 
forth, are all discretionary activities, funded by that 
remaiiiing 10 percent of federal funds. The federal funds 
that go to the states for direct services (90 percent of the 
total), must be matched With state dollars, resulting <m 
services being funded 80 percent with federal funds and 20 
percent with state fuhds; 

The National Council on the Hand- 
icapped, up to very recently, had 
been very little more than a public 
relations vehicle to carry the water 
for whatever administration was in 
power 

As most of you know, the formula is quite different in 
special education. For direct services to disabled child re 
the federal government picks up something less than 10 
percent of the cost, and state aiid local governments musi 
pay the remaining 90 percent of the cost. 

Most of the rehabilitation p«*ograms "were not broke," 
so we did not try lo "fix" them. We merely did some fine 
tuning. For two programs. Projects with Industry and the 
Independent Living Centers, we decided to add an evalua- 
tion requirement that will lead to a set of standards .^r 
carefully adding these two programs to the permanent 
rehabilitation structure. 

A Major Program Shift 

The National Council on the Hardicapped, up to ve^ 
recently, had been very little more than a public relations 
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vehicle to carry the water for whatever administration was 
in power. While the Council was statutorily authorized to 
make recommendations to the Secretary, the President, 
and the Congress on disability poIicy;it was in fact subor- 
dinated to whatever political winds were blowing at the 
time. That certainly was hot the invvht of the original 
drafters of the law, and it was not sufficient for the present 
Congress. As'bf February 22, 1984, the National Council 
on the Handicapped became an independent federal 
agency, hot within the Department of Education. The 
Council now has broad statutory authority to survey 
[ widely and deeply pur disability laws and programs, 
determine how ^hey^might be improved, and to make 
recommendations directly to the Congress Avithout any 
screening. Also, the National Council on the Handicapp( d 
how has statutory authority to approve or deny the regula- 
tions for the Projects with Industry and the Independent 
Living Centers before they are issued. 

The last change I will mention in the Rehabilitation Act 
is that the Client Assistance Program (CAP) has been 
made a mandatory part of the ActvEach state must have a 
CAP, a program which must be available to assist clients, 
parents or guardians. It must assist them both administra- 
tively and legally; In setting up the program, each governor 
must, by statute, seek and heed the advice of interested 
parties, including a broad* spectruni of uisabled people, 
their organizations, and advocates. This Client Assistance 
Program, in my view, is long overdue in each of the states 
to assure that client rights become a coequal part of the 
services being provided. 

Spi'dal Education Program Changes 

With spe-:ial'educati6n, you are much more familiar. 
You know that under the Education of the Handicapped 
Act Aniendments of 1983, ac lies may begin at birth. 
Vcu know that there [s now a si million dollar program to 
fund dehipnstratioh models on transitional services; you 



also kno^y that, after having spent literally hundreds of 
millions of dollars teaching administrators, school teacher 
and others how to strategize to cope with parents, we are 
now going to spend at least ten peicent of the training 
dollars training parents how to know and insist on- their 
rights. This, too, is overdue. 

Summary 

Wordsworth talked about '^emotion recollected in tran- 
quility,* as a definition of poetry. It is dangerous to go back 
and put wholesale labels or desrnptioriS on work so 
recently completed, especially legislative work. Neverthe- 
less, looking now at the special education and rehabilita- 
tion provisions that resulted from last yeai-'s legislative 
activities, where programs v.'ere continued, enhanced, and 
funding leva's increased, I thinK it is fair to say that the 
major new thrusts involved client-centered provisions. 

Requiring a Client Assistance Program in each statf , 
making the National Council on the Handicapped ah 
independent agency, setting aside a definite amount of the 
trainiiig'money each yeanto make sure that parents get a 
shake in ihe process, all of these could easily be grouped 
under the category of client-center provisions that iare 
much needed. 



NOTt: To obtain a copy of the Kehabilitatiori Act 
described above, PL 98 -221, with a full explanation of its 
provisions, ask for Report 98-595. For the Education of 
the Handicapped Act Amendments, PL 98-199, ask for 
Report 98-191. these documents will be sent to you 
free of charge if you write to: 

Senate Subcommittee on the Handicapped 
113 H^rt Senate Office Building 
Vvdbhington, D.C. 20510 



Community Living Alternatives 



Professor Guimar Dybwad presented the fol- 
\ lowing speech on Community Living Alterna- 
tives at a recent national conference for leaders of 
parent coalitions. The overwhelmingly positive 
response of the parent leaders to Professor Dyb- 
wads speech prompted our inclusion of it here; 
first, to serve as a further articulation of the rights 
of people with disabilities, and second, to give 
some background to the concept of community 
living. 

Professor Dybwad brings to the disability- 
rights movement fifty years of involvement in 
human services, beginning with his work with 
juvertile delinquents in prisons where the close 
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relationship between delinquency and disability 
was inescapable. His view of the rights of children 
with special needs is informed by the perspective 
he gained from the larger world of the child- 
welfare system. 

Over the years, his broad involvement with the 
rights of people with disabilities has touched upon 
almost every domain of life— from education, to 
life siyle, to leisure, to architecture and design— 
and has taken him to many countries. He has 
recently served as President of the International 
League of Societies for Persons with Mental 
Handicaps, the international counterpart of 

vontimed 
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AROUS. 

Professor Dybwad teaches at Syracuse Univer- 
sity and is professor emeritus at Brandeis Univer- 
sity. 

Historical Perspective 

My theme today is community living alternatives. This 
term has been used in recent years to emphasize the 
imperative that altemaitiye placements should, ?nd can, be 
made available for persons in institutions, li they are 
children, the placement of preference is; of course, their 
own home, or, if that is not feasible, some other family-like 
arrangenient, such as a foster home or small-group home. 
Some of you may wonder why this is such a revelation. To 
explain this strange situation, we must question why, for 
many years, we essentially ignored and devalued the family 
as a focal point of helping children with severe handicaps 

They were tired and resentful of 
society s discrimination against their 
children, and the Jiscrimination 
which hurt them most was the dis- 
crimination in education. 

About thirty years ago, parents of children with severe 
handicaps gathered together in protest in niany countries 
around the world. They were tiraj and resentful of societv*s 
discrimination against their children, and the discrimin*)- 
tion .which hurt them most was the discrimination in edu- 
cation. They had learned to cope with the fact that, during 
the::* thild*s early years, they could not get adequate, medi- 
cal help, that no attention was given to their children's 
develop^^ental needs, and that there was no relief for them 
in the24-Hour daily care of their children. But, when that 
child, upon reaching school age, was barred from school, 
school being the niost basic general experience of any child 
in this and other countries, this situation became in- 
tolerable. 

I think the timing of this parental rebellion across the 
world\had something to do with the end of World War II, 
for it was then that, for the first time, rehabilitation became 
a reality on a large scale. Until that time, rehabilitation had 
been reserved for railroad workers, miners, and so on; but 
rehabilitation as a broad program, or a movement, only 
occurred as a result of WoHd War II. In contrast to all the 
negative things that happeneo during Worid War II, this 
^ wasione very positive outcome. And this is what appar- 
ently triggered parents in many countries— France, Nor- 
way, Sweden, Australia, the United States— at jiist about 
the sanie time,io rebel on behalf of their children. 

There are some old-timers in this room who remember 
how these parents riot only built or rebuilt the schools, 
^»ntcd.the schools, provided the desks and materials, but 
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also taught in the school. Of course, they, knew that was 
not the best way to go about it. arid soon, educators were 
brought in to help. Work training, sheltei^^ workshops, 
opportunity workshops, whatever you may call, them, 
became the next order of business. Organized recreation 
entered the picture when we begged the YMCA to give a 
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Because of the technical nature of 
the schooling, the people outside the 
home began to be regarded as the 
experts. 

iittle space and some special hours when lie swimming 
pool was made available; because, in those days, it was 
unthinkable to have handicappe 1 children swim with ' :her 
people. 

So, there was movement and progress, but this initial 
impetus was all outside the home. All the legislation that 
was written, all the appropriarions that were made, were 
for services out<?'de the home. Because of the technical: 
nature of tlie schooling, the people outside the'home began 
to be regarded as the experts. This development created a 
very strange situation and it is reali> not an exaggeration to: 
say that in the shuffle— and it \ as a shuffle just to keep all 
these things going— the family was lost and forgotten. 

/ hope some of you remember 
what the Queen said when Alice 
ash I 'Where shall I begin?' She 
said, 'Begin at the beginning.' 

A prime factor in the support 
which must be developed is early 
intervention. 

Redisco* ering the Family 

I wanted to bring this picture of the early days to ypu so 
that you might understand why some of us say now.with^ 
great satisfaction that we are rediscovering the family. I ani 
apt to say when 1 talk to audiences, that we have a lot to 
learn from Lewis CslttoVs Alice in Wonderland I hope 
some of you remember what the Queen said when Alice 
asked, "Where shall I begins She said, Begin at the 
begirriing.*" And that is the exciting new situation now. It is 
what has so basica^^y changed the flelu. 

it is hard for s6\ of you newcomers to imagine what a 
shift it is, what a lundamental chahge. to go back to the 
family and recognize that the key is there. Oiir challenge 
has been stated simply and directly by Ed Skarnule:— 
'^support, not suf "^lant, the natural home.'' 

In the pa t, the tendency was to supplant. Social 
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workers felt that parents were too anx*ety-ridden to take 
xare of their severely handicapped children. Physicians 
wanted to '^protect'' the parents, so condemned the 
children to institutions. Everybody, you see, had this 
feeling that the family, was incapable. Brothers and sisters 
were considered only as exploited people, nobody thought 
of the contributions they could make and the resulting 
protection and support of them. So**support, r.ot supplant*" 
the natural home is tht motto that really is carrying us 
forth and will bring us.closer to my theme today. 

Be^riihg At Birth 

Many of the problems faced by families of children with 
severe handicaps are due to unnecessary deprivation, neg- 
lect, and rejection beginning practically at birth. I ahi still 
be?ng shocked today by incredible stories told by reliable 
,i>arthts of what physicians tell them, and what the com- 
munity did not have available for their handicapped infant. 
A priLe factor in the support which must be developed 
>^ is early intervention. The beginning, of course, will bring us 
to the delivery roon^. In some countries, and increasingly in 
ours, it will bring us to the midwife, and to the moment 
when the mother is first made aware that she has given 
birth to a child with a severe handicap. 

Any discussion of future devel- 
opments in the field of childhood 
disabilities needs to proceed from a 
recognition of the inherent strength 
of the family to deal effectively with 
the demands of raising a child with a 
disability, provided the community 
is ready and willing to lend its sup- 
port. 

There is one question I would like to ask you, to make 
clear how little we know and how much we have yet to 
learn and to organize on the basis of our learning. This is a 
very simple question, which I have asked in Bangalore, 
India, in Melbourne, Australia, in Warsaw, Poland, in 
many cities in this country, indeed, anywhere in the world: 
If in your community, a child is born with a serious, 
immediately discernible impairment, what happens? Who 

; tells what.to whom, and how is this initial message trans- 
lated into appropriate action? Ask yourself this question: 

: What would happen, if tonight in the hospital in your 
neighborhood, in the hospital nearest you, a child is born 

; . with, shall we say, spina bifida? Who will see to it that there 

; .is appropriate action to bring this family needed suppor- 
- tive.services without any damaging delay? 

Now, let ine summarize this part of my remarks. Any 
discussion of future development in the field of childnood 
'^•g^^Mities needs-lo proceed from a recognition of the 




inherent strength of the family to deal effectively with the 
demands of raising a child with a disability, provided the 
community is ready and willing to lend its support. 

Previous Assumptions 

This recognition deviates distinctly from assumptions 
and beliefs commonly held until ;he recent past. In many 
cases, today your physicians still hold these views. As a 
matter of fact, most people with professional training, or 
those who have simply read textbooks, still belieye this. (Tf 
you pay $56 for a textbook today, you had' better believe 
what is in it.) They really believe that those wholesale 
denials of the ability of families and the capabilities of 
people with disabilities were based on scientific evidence. 
In special education, as you know, we used research evi- 
dence as the basis for denials of educability which we know 
today were absolutely wrong. Not only do we know they 
are wrong, but wr have.proven that they are wrong. So, 
this is one point ypu must keep in mind to see the magni- 
tude of the change that is taking place. 

Today there is ample, uncontradicted evidence in the 
literature of many countries that it was, as a consequence 
of inappropriate counseling from professional sources and 
the community's: unwillingness to render assistance, that 
parents concluded they were unable to cope with, their 
severiy handicapped child. As a result, a massive political 
structure of social services, not limited to institutions, has 
been substuued for the care of the family. It is pnlynatural 
that, from within this massive service system based on 
public appropriations, we encounter resistance to change. 

When A FamHy Can't Cope: 
Parent and Child Rights 

The emphasis on the family a^^d on the roles and rights 
of parents does not exclude an equal emphasis on the rights 
of the child with a disability. While we.emphasize that the 
family should be supported and allowed access to the 
facilities and services needed to deal effectively with a child, 
in their own home, we niust realize that there are families 
that simply cannot cope with a severely handicapped child. 

UnfortunaHy, if there is a disabil- 
ity , the child is often transported to a 
closed institution, which is a polite 
term for jail. 



In other situations, where there is no Jisability, the 
answer is very clear: the child goes to another family. 
Unfortunately, if there is a disability, the child is often 
transported to a closed institution, which is a pojite term 
for jail. This would never occur in the child welfare system, 
but ours is a peculiar situation. 

The fact that the chi^ has rights needs to be recognized. 
This is something which, in many cases, parents cannot 
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understand. I am very much concerned about cases of 
youngsters with disabilities whose parents simply state, ^'If 
we don't want ounchiid, it's our business."* Of course, it is 
mpst decidedly not only their business; it is the child's 
business. 

Parents' basic rights are not inherent in parenthood, but 
in personhood. Their rights as individuals, in individual 
citizenship, are similar to those of the child. They have 
rights;,the child has rights. These rights have been articu- 
lated very clearly through the United Nations' emphasis on 
human dignity which resulted in the United Nations'Dec- 
laration of Ffuman Rights. While the parents who cannot 
cope have the right to our support, support by relieving 
them of caring for the child, the child has the right to live in 
a family. 

Parents' basic rights are not inher- 
ent in parenthood, but in person- 
hood. Their rights as individuals, in 
individual citizenship, are similar to 
those ofthi child. 

in case of conflict, the scales of justice have to be put into 
balance. If, on the one hand, parents are embarrassed to 
have their child live in the community, and, on the other 
hand, the child has the right to liife and welfare, then 
obviously ti;*^ parental embarrassment will not outweigh 
the child's right to live in the community. 

LcfastcRestiictive Alternative 

Since many of y^u have been primarily oriented to special 
education prograhiS. I think I can strengthen the argument 
for community living alternatives by reference to a very 
important document originating with the Council for Excep- 
tional Children: This document was passed by the open 
convention of the Council for Exceptional Children in April, 
1971 . THe date is important because it predates two importa.it 
right-to-education federal court cases, PARC v. State of 
Pensylvania and Mills v. Board of Education of the District 
of Columbia, 

The document; Basic Commitments and Responsibilities 
to Exceptional Children," first asserts the principle that all 
children have educational rights, and ihen it says something 
very important: **Since the passage of the first public-school 
laws in the mid-nineenth century, the principle has received 
general endorsement and qualified execution. While lip ser- 
yice !:as been paid to trie intent of the principle, various 
interpretations of the terms 'education' and 'all children' have 
deprived r.iany children of their rights.**' I want to erhphasi' 

'Reynolds* Maynard;CEC Policies Commission Chairman. "Basic Com- 
mitmentsahd Responsibilities to Exceptional Children,** a Position paper 
adopted by the Council for Exceptional Children at its Miami Convention 
in April/I97K Reprinted, in Exceptional Children. 38, 2 (October 197!) 



that, with this document, a professional organization did 
more than make promises for the future; it had the courage to 
acknowledge past shortcomings and to call for needed 
change. The document sets forth the needs of children with 
special learning problems, with a particular emphasis on their 
needs in the family. 

One poiht which 1 would like to underline here deals with 
the placement ofchild'-ep in special school programs. Many 
of you have heard of the concept of least restrictive alterna- 
tive. This concept was developed by a special educator from^ 
me midwest, Maynard Reynolds, arid published in 1%2 ih^ 
Exceptional Children. In this article, ''A Franiework for 
Considering SonSe Issues in Special Education,"* Dr. Rey- 
nolds outlines, in terms of special education, the proposition 
that a child should be restricted from general school only to 
the extent and degree that is actually needed: .remphasizethat 
this concept has it origin in special education. 

Today we say *'mainstreaming,^ which is continually 
wrongly interpreted as simply placing chilidren in jugular 
classes. What it really means is a direction: You bring the 
children closer to the mainstream; you do riot dump them Jn 
irie middle of the river. Mainstreamingfollows a developmen- 
tal process. Jt is often deliberately misinterpreted, just^ s 
people h?ve misinterpreted the process of deinstitutiohaliza- 
tiori for adults. 

Problem Areas 

From the information presented so far, we can discern 
two problem areas. One is concerned with bringing to the 
families with young, severely disables children the kind of 
financial and other support they need to care for their 
children. Obviousjy, maternal and child health services are 
central to discussions of services for these families. 

While the parents who cannot 
cope have the right to our support, 
support by relieving them of caring 
for the child, the child has the right to 
live in a family. 

The second problem area, and the one which relates 
specifically to our theme, is that of childi cn, young people, 
and adults who presently are confined in state institutions, 
for whom alternative residential accommodations can and 
must be made available, (My discussion does not Include 
mental hospitals and other facilities for the treatme* of 
mental illness and acute mental distuibances, not because 
these problems are riot pressing, but only because I am not: 
competent to discuss them in depth.) 

1 come from the field of child welfare.ChildrenVinstitu- 
tions v/ere virtually eliminated four decades ago. Large 
congregate schools for the blind and deaf have disappeared 
in many states. Deinstitutionalization is not new; it has 
been with us. But, we are still looking to find ways to deal 
with this problem, and the problem is tremendous. The 



Secretary of Health and Human Services appeared in my 
state of Massachus'itts .io insist that the state spend 40 
million dollars to upgrade a state institution which a fed- 
eral judge called a pigpen three years ago. Even after 
having spent 40 million dollars of tax money, the result can 
still only be a redecorated pigpen. 

One Solution 

On the positive side, we now have in the making a 
possible solution: an amendment to the Social Security 
Act which, over a period of time, would assist the individ- 
ual states to (shift the federal share of medicaid funds for 
long-tenff institutional arrangements to community-based, 
\r cz^iXcd, farfiily-scale environments. What has happened 
nationwide over many years is that federal support was 
contingent upon certifying that people with disabilities 
needed medical care. So, program adinihistrators certified 
that people who were by no means sick and did not need 
medical care, needed it. Now there is a possibility that this 

I have every sympathy with the 
parents who were persuaded and 
often pressured to place their child- 
ren in institutions. 

requirement will be turned around so that federal resources 
can bb used to reinforce community living, and not to 
maintain institutions. This funding shift would also affect 
those persons with developmental disabilities in terms of a 
new definition, one which would not be limited to children 
with mental retardation, cerebral palsy, epilepsy, and neu- 
rological disorders, but to anybody with a developmental 
disability including physical disabilities, with the exception 
of mental illness. 

But 1 do want to point out that we still have some 
problems that need to be attacked. I want to make one 
poin| quickly, unless I be misunderstood: I have every 
sympathy with the parents who were persuaded and often 
-pressured to place their children in institutions. Their 
children have been 'n these institutions for twenty and 
thirty years. Such a parent may simply not be able today to 
say, ^Oh, you want to place my c' ild in the community; 
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fine, I understand.*" I understand and defend the parent. 
The people I am attacking are my professional colleague 
who have done the deed, not the parent. 

May 1 share with you a story. It is a lOvely story about a 
mother whom I know well, who had a child with Down's 
Syndrome in New Jersey, and had been pressured to place 
the child in an institution. She resisted, but the pressure 
continued and she was made to feel thai she was quite 
irresponsible to her other children, as well as to the child 
with the disability. She finally called what in those days 
was the Department of Institutions and Agencies in Tren- 
ton, and said to the switchboard operator, **I want to talk 
with somebody about placing my retarded, mongoloid 
child in an institution.'' The telephone operator said, 
"What do you want to do that for. Dearie?" and talked 
with and counseled the mother for fifteen minutes over the 
telephone. The mother changed her plans and the.child 
was subsequently admitted to a regular class in public 
school. It was the telephone opemtor, who, lacking profes- 
sional training, >yas able to ask, **What do you want to do 
that forr I sympathize with the parents; this is a problem 
we have to sol:^e. But parents are not blind; if they discover 
what other cfiildren have experienced Jn community resi- 
dences, their resistance is going to.jlowly melt away. 

Assuring Quality of Care 

What we have to solve, and where you can help from 
your experience with the educational system, is this ques- 
tion of quality assurance. How can we be certain that, if we 
have federal funds channeled toward the community, there 
will b.^ quality of care? 

Coalitions and action committees have a role to play in 
assuring quality of care. How to monitor, hd^y to work 
together with official peopie to get this quality assurance, 
how to train monitors, whether or not to develop within 
the profession a monitoring mechanism— these are urgent 
questions about which we need to think. 

I listen carefully when people say, **How can you make 
sure that if we decentralize the care of all these people and 
place them in the community, there will be good quality of 
cuie?* Let me say, from the bottom of m.y heart, ihat the 
care could not be worse than it is in the institutions. 
Certainly, we have an obligation to ensure, that the new 
answer will meet standards that are compatible with our 
beliefs. 



Technical Assistance for Parent Programs 

' x\ discussed in the last issue of Coalilipn QuarteHy, "Recent Developments" (Vol. 3, Nuri.ber 
. U, the Education of the Handicapped Act Amendments of 1983, P.L. 98-199, require that a 

specified percentage of the annual education appropriations be set aside to support parent-to- 
■■ parent training and information projects throughout the nation, and to provide technical assist- 

ance for establishing, developing and coordinating such programs. A new national project, the 
" RvJ\"' Assistance for Parent Programs (TAPP) Project, coordinated by the Federation for 

Children with Special Needs, has been funded to satisfy this requirement for technical assistance. 
= :^ Through- the regional structure of the National ' jtwork of Parent Centers, the TAPP pro- 
• ■ ject will use experienced leaders of parent-operated organizations to provids technical assistance 
. to groups that, strain parents to: continued 
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• J 'jetter understand the nature and needs of the handicapping conditions of their child; 

• "provide followup support for their handicapped child's educational programs; 

• "communicate more effectively with special and regular educators, administrators, related 
services personnel, and other relevant professionals; 

• "particiapte in educational decisionmaking processes including the development of their 
handicapped child's iividualized educational program; 

• "obtain information about the programs, services, and other resources available to their 
handicapped child, and the degree to which the programs, services, and resources are appro- 
priate; and 

• "understand the provisions for the education of handicapped children as specified under 
part B of the Education of the Handicapped Act." 

Initially the TAPP Project will focus primarily on assisting the parent training and informa- 
tion projects around the country which 'eceived funds this rast summer from the Office of 
Special Education Programs, U.S. Department of Education. Cynthia Gilles, project manager, 
states that another high priority of the project is to provide assistance to groups froii minority 
and other underserved populations. 

Direct delivery of technical assistance will be provided regionally through the following 
five regional centers: 

'NORTHEAST REGION 

New Hampshire PIC (Parent Information Center), P.O. Box 1^*22, Concord, NH 03301. Telephone 
(603)22^^-7005. Judith Raskin^ Director; Carol Hogah, technical Assistance Coordinator. 
MIDWEST REGION 

PACER Center (Parent Advocacy Coalition for Educational Rights), 4826 Chicago 
Avenue, Minneapolis, MN 55 Telephone (612)827-2966. Paula Goldberg, Director; Polly 
Edmunds, Technical Assistance Coordinator/ 
NORTHWEST REGION 

Washington State 'PAVE, 1010 South "I" Street, Taconria, WA 98^^05. Telephone (202)272-780^^. 
Marty G itili. Director; Jo Butts, Technical Assistance Coordinator. 
SOUTH^^st REGION 

TASK (Te^:jm of Advocates for Special Kids), 180 E. LaVeta Avenue, Orange, CA 92666. Telephone 
(7 1^^)77 1-65'^ 2. Rayle.ne Hayes, Director; Kathy Boka, Technical Assistance Coordinator 
SOUTH REGION 

PEP (Parents Educating Parents), 1851 Ranri Runway, iflO^j College Park, GA 30337. Telephone 
(if 0^^)761-27^^5. Mildred Hill, Director; Carla Putnam, Technical Assistance Coordinator. 
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Betsy Anderson is a founding member of the Federa- 
tion for Children with Special Needs and currently 
serves as the Director of Health Issues for the Federa^ 
tion. A pioneer in the promotion of parenJprofes- 
sional-^pllabdration, Ms. Anderson's involvement in 
issues concerning children with disabilities and 
chronic illr:esses began with her oldest son Michael 
who was born with multiple handicapping condi- 
tions which fias necessitated continuous involvement 
with health , care systems. During the past six years, 
she has worked closely with state, regional and federal 
health agencies, state and federal departments of edu- 
cation, private hospitals and parent orgunizations to 
address issues of concern to families. Her work on 
behalf of chronically ill children in Massachusetts has 
helped develop models and options for children 
nationwide. 
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Parents and Professionals: the Essential 
Partnership for Families in Crisis 

by Ann Rogers Osier 

SKIP 

bick Kids (need) Involved People 

by Karen A. Shannon 

Legal Issues and Interpretation 
of RL94rl42 

by Reed C. hdartin, ].D. 

Federal biitiatives on Home Care Under! 
the Medicaid Program 



The role of parents in the care of their children 
with special health needs has been changing 
rapidly, largely in response to developments 
outside of health care. Federal legislation that has 
given parents a greater consciousness of their role and 
inaeased their legal rights in the special education of 
iheii children has been a major influence. This evolu- 
ticii has Uleh complemented by a greater understand- 
ing on the part of the .medical co imunity of the 
value of irental involvement. 

In assessing the role of parents in health care, this 
article notes significant forces influencing role changes, 
with special consideration to movements in our society 
which have had a major effect on the overall expecta- 
tions and loies of individuals with disabilities and 
parents. Next, the traditional roles of "patieiits" and 
parents in health care are considered, along with 
recent changes. The opportunity for and the empha- 
sis placed on consumer involvement in the overall 
health system can iencourage or discourage participa- 
tion by families and individuals widi disabilities. 
This article looks at some of the messages conveyed 
by systems, and closes with a list of benefits of active 
involvement to professionals, to parents and to chil- 
dren with disabiliies. 

Disability Movement 

Parents of children with disabilities and adults 
with disabling conditions first began to form self-help ^ 
groups in the United States in the early fifties and 
sixties;. In an attempt to secure rights and services ior 
persons with disabilities, families and people with 
handicapping conditions joined together to use politi- 
cal processes. Since people with disabilities every- 
where had been denied even the most basic opportu- 

continued on page 2 



er|c 



Federation for Children with Special Needs, 312 Stuart Street Bost^ n, MA 02116 (617) 482-2915 
Western Office: P.O. Boxtm, iVestfield, MA 01086. (413) 562-5521 

91 



Coalition Quarterly 



6;oalitionA 
uarterlyir 

This issue -of Coalition Quarteriy focuses on par- 
ent/professional collaboration in health care for 
children with chronic illness and disabilities. Piirents 
of children who have had significant involvement 
with health care systems share the perspectives gain- 
ed from their personal experience perspectives 
buttressed by professional involvement with families 
of children vyith similar problems and with organiza- 
tions devoted to serving that population. 

Belsy Anderson examines the erherging role of 
parents as consumers within the context of ?ceht 
social; legal and philosophical trends. Next, Ann 
Qster discusses the emotional needs of parents in cri- 
sis, especially their need for peer support and informa- 
tion. Karen Shannon describes how one family's 
commitment to home care for their daughter led to 
the development of SKIP, a national organization 
devoted to making honie care a possibility for other 
children \yith similar riieecls. Accompanying, Karen 
Shannon's article is information prepared by the 
Region I Office of the Federal Health Care Financing 
Administration describing federal initiatives support- 
ing home care for certain children. In the final article, 
Reed Martin provides an ufxiate of the significant 
legal issues affecting the education of children with 
special medical needs; focusing especially upon their 
right to inclusion in the public schools. 

Although there is an overall emphasis on the issues 
confronting parents and families vylth children who 
are nr>edically fragile, the application to the broader 
population of children;withrchronic illnesses and dis- 
abilities |s clear. SKIP'S commitment to home care for 
children with complex medical needs, for example, is 
helping to design workable solutions to problems of 
home care that can be studied as models for home 
and community based programs. 

The National Network of Parent Centers is coordinat- 
ed by the Federation for Children with Special Needs 
312 Stuart Street, Boston, Massachusetts 02116 

Western Office, P.O. Box 992, 
Westfield, Massachusetts 01086 

Martha H. Ziegler, Executive Director 
Janet R. Vohs, Editor 

This journal is prepared under Grant No. 029PH40047, 
r^mded by the office of Special Education, U.S. [Department of 
Education. Grantees undertaking such projects undergovem- 
^ment sponsorship are encouraged to express freely their judg- 
ment in professional and technical matters. Points of view or 
opinions, therefore, do not necessarily represent the Education 
Department's position or policy. 



continued from page 1 

nities — education, transportation, public access, jobs, 
housing — there was much to be gained. 

Initially, incremental gains were made for specific 
categories of disability, often at the local or state le- 
vels. These gains might have included an education 
program for children who were deaf, provisions for 
curbcuts for wheelchairs, or a vocational training 
program for mentally retarded persons, for example. 

By the late 1960s, groups organized around specific 
disabilities began to realize that many of their needs 
were common ones that might better be met by work- 
ing together for broad far-reaching reforms. Thus, the 
decade of the 1970s gave rise to state and national co- 
alitions of disability groups, united with' c: shared 
goal of expanding rights for all people v^ith dis- 
abilities. 

The efforts of broad coalitions of parents, adults 
with disabilties, and committed professionals resulted 
in the passage of revolutionary federal laws. The two 
most significant of these Iaws,-.Sections 504 of the 
Rehabilitation Acts of 1973 and the Education for All 
Handicapped Children Act of 1975 (Public Law 94- 
142), became effective in 1977, Section 504 provides 
that "no..; qualified hahdicapned individual... shall 
solely by reason of his hanr'* us, be excluded from 
the participation in, be ^crii- ihe benefits of, or be 
subjected to discriminatiori under any program or 
activity receiving Federal financial assistance," PiL. 
94-142 guarantees a "free appropriate, publicly funded 
education" to all handicapped children in the United 
States. Many other state laws and local ordinances 
v '^re passed around this sam time, expanding and 
enhancing rights and opportunities for persons with 
disabilities. 

Consumer Movement 

The consumer movement, which has had a power- 
ful impact on our society over the past twenty years, 
has sought to protect the rights of consumers by 
asserting that systems should be accountable and that 
those for whom they are designed or who are affected 
by them should play a partin their developrnent and 
evaluation. At conferences, participants are expected 
to complete evaluation forms; on airplanes, passen- 
gers are asked to comment on the service; at home, 
calls or letters request opinions on anything from 
preferences for televisions shows to views on political 
issues. Many people serve n neighborhood and town 
committees; in human service agencies, nearly every 
progranri has an advisory board which requests citizen, 
input. Procedures to ensure parent and consumer 
involvement were mandated in the ne / special educa- 
tion and civil rights laws mentioned earlien 

It is not surprising, therefore, that people with dis- 
abilities and their families have taken the initiative to 
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give feedback and to suggest ideas in medical settings 
andcTrre. 

Expanding Effects of Change 

Change in one system can cause change in another 
system in a number of ways until eventually it is felt 
in every aspect of society. Along with the new laws 
came a sense ofAchtitlement; people also began to 
internalize a new and different view of disability. A 
sense of empowerment resulted from participation in 
>the struggle to create change and those who partici- 
pated in the struggle began to employ their visions 
and expertise to new issues and systems. 

Parents, who under federal educations laws, have 
the right to review school records, includmg medical 
evaluations and reports, and to participate in plan- 
ning in special education settings hiay assume they 
have the same rights in other settings, such as health 
care. There is an assumption that parents and indi- 
viduals with disabilities have a right to basic informa- 
tion about themselves or their children, and thai they 
can participate meaningfully in planning and deci- 
sion making. 

People ^ who vise various special support systems 
have grown much more knowledgeable about the 
impact of these systems on their lives, and have gen- 
erally raised their expectations of them. Now, for 
example, the belief that all children shotild go to 
school has expanded to include the expectation that 
children should beneCt from education, and that students 
should be prepared for work or for further education. 

Increasingly, doctors and other health professionals 
have found themselves responding to questions raised 
by parents and educators, questions not traditionally 
regarded.as part of the medical domain. How many 
classes shall Tom, who has a cardiac problem, take 
before needing to rest? Should Ann, in a wheelchair, 
ride to school in a van with a lift, or should she be 
learning to transfer? What should be the components 
of a sex-education program for Susan, • teenager with 
Down syndrome? 

NormaHzafion Principle 

These questions are also reflective of how changing 
attitudes anc^ expectations for children with handi- 
caps and chronic illnesses have become part of the 
social fabric More and more it is assumed that even 
those children with serious disabilities, medical prob- 
lems and developmental delays WiM attend school, 
camp, take music lessons, play with friends, go on 
trips, and live at home with their families. In short, 
the expectation is that people with substantial disabil- 
ities will live lives very similar to those of their non- 
disabled peers. 

Much of this underlying change in attitude had its 
origins in the philosophy of tiormalization, first pro- 
mulgated in Sweden by Bengt Nirje and later popu- 
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larized in this counuy in the 1960s by Wolf Wolfens- 
berger. While that movement was initially articulated 
on behalf of mentally retarded individuals living in 
institutional settings, its applicability to many other 
disenfranchised groups becamj readily apparent. 

The expectation for full participation in life for 
persons with disabilities thr^ is implied in the philos- 
ophy of normalization has placed pressures on health 
systems. Now, even parents of children with serious 
disabilities co"^ ider caW ;g for them at home. Fami- 
lies whose children have complex medical needs for 
parenteral nutrition, kidney dialysis, intravenous 
medications and oxygen, to use just some examples, 
are learning the necessary medical procedures and 
care which allow them to bring their children home 
from hospitals. At the same time, they are working 
with other parents and professionals to develop ade- 
quate funding and community support systems. Coin- 
ciding with this trend are two other importatnt fac- 
tors: (\) Recent advances in medical technology now 
make it possible for many more children's Jives to be 
sustained, although with more serious medical com- 
plications. (2) Efforts to shorten in-hospital stays in 
order to lessen the high costs of hospitalization are 
increasing. 

In other instances, parents, often in conjunction 
with professionals, work to extend hospital visiting 
hours, expand play activity programs, and instigate a 
variety of changes to make hospitals more responsiye 
to the needs of the "whole" child and family. 

Changing Role of Family 

Along with changing social expectations that have 
dramatically ch anged the roles of families in the carc 
of their children, families must learn to deal with very 
complex sys'^ms of health and social services. Fami- 
lies and professionals together must look at the entire 
network of service systems and must assess the resour- 
ces and (Constraints of the netwpric components, many 
of which have overiapping responsibilties for child- 
ren with disabilities. 

Additionally, there are many more providers of ser- 
vices on the scene. Physical therapy may be delivered 
in a hospital, in a school or at home, by private thera- 
pists, the visiting nurse association, an early interven- 
tion or rehabilitation program; or therapy may occur 
in another form such as adaptive physical education 
or therapeutic recreation. This means that families 
are likely to ref;eive information and advice from a 
variety of people whose views may not always 
coincide. 

It IS the parents of a child who are the link among 
the specialists and the only people who see the child 
ir. all settings over time. Therefore, parents must be 
prepared to assume the role of providing the overall 
management to coordinate the efforts of these many 
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specialists and the needs of the child within the con- 
text of the family. 

Further, there is a sense ihat medical care and 
treatment, while critically important at some mo- 
ment^, may have less significance at other times. In 
some sense, the "limits" of medicine are most graphi- 
cally seen with children and adults who will never be 
cured. The tendency of health care has been to view 
and tr?at 'n the context of acute care, with a goal of 
curihguhe patient. Now, many families and disabled 
adults reject or at least question that view. 

The charge to medicine is to be move humane, to 
place greater emphasis on those aspects of a person 
which are not disabled, to add coping and caring 
skills to their curing skills. To some extent, people 
determine for themselves the significance that disabil- 
ity will play in their lives. Tlie correlation between 
the extent of dis^ibility and the qualiltv of life is noi a 
given. 

Changes in Health Care 

Some of the most striking transformations that 
have pccurrM in health care have been, not in the 
area of disability, but in childbirth and obstetrics. 
Women, while refMsing iq accept the ^'sickness** model 
of pregnancy, have made, in the process, considerable 
change in the ivay childbirth and deliveries occur. 
''Preparation for childbirth" classes, fathers being m- 
cluded'in the delivery room, childbirth with minimal 
or no anesthesia, in settings which range from the 
music and low lights of the Le Boyer method, to 
home-like "birthing centers," to birth at home, are all 
acknowledged today. 

In Massachusetts in 1975, Children in Hospitals, 
Inc., a parent-professional organization concerned 
about the separation of children from their parents 
during.hospitaKzation, began surveying major hospi- 
tals in the state regarding their policies of visiting 
hours and rooming-in. What was originally viewed as 
a radical action, publicizing hospitals' own state- 
ments in such a way that families could compare 
them, is now readily accepted and has been adapted 
for use by groups in many parts of the country. The 
original survey has been expanded over time to in- 
clude questions on related issues. 

Access to Medical information is anot\er area that 
has undergone a great deal of change. In the past, 
anyone wishing to obtain information on health care 
or medical issues would have heeded access to a medi- 
ca\ library. While this is still true of much technical 
material, any general bookstore can attest to the tre- 
mendous increase in the number of books available 
on health care and the human body. From Our 
Bodies, Ourselves, to How to Be Your Own Doctor 
(Sometirnes), to The Patient Advocate, all sorts of in- 
formation and self-care books fill the shelves. These 
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books are important not only because of the specific 
factual information they contain, but also because 
their very presence on the shelves communicates that 
these are issues the general public should know about 
and cm understand. Now television shows such as 
those begun by Dr. Timoth)- Johr >n desaibe a 
range of health problems and care, w others de- 
bate important medical/ethical issues su^^ us genetic 
cho.'ccs, alx)rtion, decision-making for newborns, in 
ways that help both to inform and shape public 
opinion. 

BarriTi :o Change 

Although, it is evident that consumers have made 
their voices heard in some areas of health care, those 
parts of the system dealing with chronic illness and 
disabilities have been slower to respond to such initia- 
tives. Recent federal changes in the structure and 
functioning of the Title V Maternal and Child Health 
Crippled Children's Services programs have, for the 
first time, mandated citizen input into the develop- 
ment of state plans for the distribution of federal pub- 
lic health funds. Certainly, there are health profes- 
sionals who have been able to include families 
actively and appropriately in health care without any 
special legislation or requirement. This inclusion has 
not lx?en the norm, however, and such professionals 
have received very little recognition or reinforcement 
from the he-alth system or their peers. 

There is still a sense that health care lags behind 
other systems, especially education, in the importance 
placed upon consumer or parent input. O.ie overrid- 
ing explanation is that there is no real ''system" of 
health cire and no commonly understood entitlement, 
by citizens. Medicine is generally in the private sector,, 
while the majority of other services for individuals 
with disiibilities and their families are in the public 
domain, a fact which may make unfair comp;irisons 
in terms of accountability and access. A 1984 study 
prepared for the U.S. House of Represenuitives Select 
Committee on Aging idennfies the United States as 
the only major industriali/xd nation in the world that 
does not have a plan or system for delivery of health 
Gire. 

Other possible explanations include the following: 

• Change is difficult to achieve !ri any setting or sys- 
tems. It is most likely to occur when there is impe- 
tus from within, a srructure or context within 
which it cm occur, and pressure from without, all 
happening simultaneously. 

• The traditional view of the patient, and family by 
extension, has been as a passive recipient of care. 
That passive role, which may have a limited place 
in some acute care situations, is now recognized as 
inappropriate for those individuals with chronic 

continued on page 8 
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Parents and Professionals 

The Essential Partnership for 
Families in Crisis 

by Ann Rogers Osier 



iUitft^ to 
rPisabi^:a^ and Their 

Ann Osier has been actively promoting and organ- 
izing pafent'tO'parent support arid information serv- 
ices since the premature birth of her second child 
Nicholas in 1979. She organized Parents of Special- 
Care Infants, Inc., a volunteer peer counseling net- 
work which serves families in eight Baltimore area 
hospital special care nurseries, and is c founding 
member of Parents of Premature and High Risk 
Infants International, Inc. She currently serves as Spe- 
cial Projects Coordinator for the Maryland Commit- 
tee for Children. 

Drawing upon her own experience as a paient and 
her years of working with other parents, Mrs. Ostefs 
address discusses the emotional needs of parents xkfho 
are coping with the crisis of the birth of a child with 
significant special medical needs. She examines how 
parents and professionals can best respond to those 
needs. 

The. entire text of this address is given bel^jw. 

Two months ago, in Salt Lake Chy, Utah, 
Parents oif Premature and High Risk Infants 
International, Inc., sponsored its first annual 
conference on Parent Gare. This fledgling pjirent or- 
ganization, running on the adrenalin and personal 
conviction of its members, had mustered the courage 
to invite Drs. Brazelton, Graven, Gorski, Mangurten 
and many other distinguished physicians, nurses and 
social workers to join parents in presenting research, 
clinical programs, and personal observations to an 
audience that we hoped would number 150. 

There were a lot of surprises during the three days 
of the conference. When registration closed, nearly 
370 — professionals as well as parents— had come 
from as far away as Florida, Maine and Hawaii. 
There was ar/ exhilarating sense of something big 
happening: Otie grassroots sprouting a new turf where 
parents and professionals who care about premature 
and at risk babies could talk with each other and 
learn from each other. Muttial respect and u^ust grew 
before our eyes as a hospital administrator advocated 



hospital funding for parent group coordinatt ^ be- 
cause he felt that peer support was cost effective. 
Developmental pediatncians discussed the need to 
make the bizarre, high-tech environment of the NICU 
responsive to the human needs of babies, parents and 
staff. 

It was an exciting notion that the technology cen- 
tered approach to Neonatnl Intensive Care is begin- 
ning to give way to technoiug, supported care that 
focuses on human Wngs— not just because of altru- 
ism, bui because hard evidence indicates that a 
humanized environment, and better informed, more 
empowered parents make a difference in the medical 
and developmental outcome of »hesc babies. 

Nearly as exciting was the clear implication that if 
parents and professionals could work together to gen- 
enite this conference, there was no limit to what they 
could accomplish together for families. 

Today, I have a similar sense of something big 
happening as we move closer to seeing disabled and 
at risk babies in the real life context of their families 
and their comtnunities. That at a conference of this 
stature parents are included as experts on family rela- 
tionships is an enormous step toward a partnership 
with limitless potential. 

I am going to talk about the emotional needs of 
parents coping witli the crisis of the birth and life 
or death of a potentially disabled child. And I 
want to ex:imine how we— pjirents and professionals 
—am best respond to those needs. My own expe- 
rience gives me both the advantage of a parent's view 
point, and the myopia of my own pjuticular needs 
and circumstances. But my years of talking and listen- 
ing to other mothers and fathers have taught me that 
although we may be able to generalize to the extent of 
predicting the likelihood of p^irental anger or fear or 
denial, the specific manifestations of those emotions 
are as varied as the individuals who feel them. The 
only way to discover what any collection of human 
beings needs is by listening to ejich one. 

Five and a half years ago, when my son Nicholas 
was born prematurely, I felt more hostage than part- 
ner to a gang of powerful professionals who sustained 
his life and taught me the rules of a strange new var- 
iety of motherhood. I didn't question their compe- 
tence in tn nting any of us: my husband and I needed 
to believe that someone had wisdom in this situation 
that had spun our lives out of control and made us 
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wonder who we were and whetlicr wc were any good. 
The individuals stand out who hel{)ed ine lK*gin 
rebuilding a sen^e that I was worth something: tiie 
nurse who sishuid talked with nic when she had time, 
and lOiUial me a nursing text when I was frustniteci 
by my ignonuice; tlie diild life teacher who asked 
liow I was doing and then s;u down to listen as I told 
lier; the physiail tiienipist who celebnued Nick for 
what he could do instead of defining iiim by iiis 
dis;)bilities. 



We were givm very little information, and 
our skills training consisted more of prohibi- 
tions than positive actioni 



But so many of our contacts witli piofessionals 
were irustniting or destructive to our self-esttxnn. We 
were given very little information, and our skills 
thiming consisted more cf prohibitions than |x>sitive 
action. So we became expert at handwashing and 
techuiail jargon alx)ut blood gasses and electrolytt^. 
Instead of 6eing instructed about how to deal with 
Nick's developmental immaturity, we were encour- 
aged to play the strange . nursery' game of p/otending 
he was a normal b? by. Oiie day I asked a nurse how 
this exix*ricnce affected^ niothers and babies in the 
long run. She told me r/hat a few motiiers were abu- 
sive, but most were just a bit ovcrprotective. This was 
scmt prep«inui6n for the bbst of my own emotions 
over the next two years or so. 

Information that Empowers 

It is no accident that handbooks like Helen Harri- 
son's The Premature Baby Boo^— written by parents 
— contain:>the kind of information that empowers: 
personal stories thai illustrate and sauiction tiie nuige 
of normal emotional reactions, deiinitions, rigiits, 
practical information, skills, facts about survival rates 
and what is known jibout prognosis. They don't offer 
protection from neeJless anxiety: parents know that 
parents of disable find at risk babies are already anx- 
ious. What parents do offei other parents, through 
literature and friendship and organized peer support, 
ij> respect, with empathy and without the burden of 
clinical assessment — a precious resource for families 
in crisis. Ideally, the survival skills that only p^irents 
know are added *o the rich expertise of professionals, 
who cure and t^acli and understand in a different 
way. 

Mechanisms That Defend Us: 
Parents and Professionals 

I have spent a lot of time since Nick was born 
examining how I felt and functioned as a mother 
when he was ill;< turning over in my mind my rela- 
tionships whh professionals and my family and other 
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parents. The nibsi destructive factor dun'n^ that 
jXTiod was my owi difficulty in actx^pting nVy emo- 
>!onal rciictions. Viewed more objectively, the mecha- 
nistns that defend us from dispair are logicid. Guilt 
implies a comforting measure of control over a situa- 
tion wi:h no nuional explanarion. Anger defends us^ 
against blame. Emotional detachment numbr^ the fear 
of loss. Denial gives us time to learn new ways of 
coping, and the energ/ and luimor to fight the facts 
in ways that sometimes genenue new ser\'ict*s and let- 
ter futurt^s for our chi5'lren. 

Tliose mc^chanisms were logiad and nect^5s;iry, but 
at the same time they insidated me from the |xx)ple 
that 1 loved as well as from the painful facts of 
Nicky's illness. I wondered what was wrong with , 
and I was too vulnerable to tlie judgements of thc^ 
professionals who cared for Nick to ask for tlieir help 
directly. Ipretended to Ix.* more comi>ctent than I felt, 
and missed op(X)rtunities for help. J was defensive 
and demanding. I found fault with them for keeping 
a professional distance, thinking that if they would 
just l)econie personally involved with us, they coujd 
provide the emotional support wt ntxxled. 



I pretended to be more competent tkc*^ I ^t, 
and missed opportunities for help. 



I was at an inservice once that dch^U with infant 
death. I was sitting with my arms crossed, feeling irri- 
tated Ix'Gmse a young unmarried social worker, nuher 
than a parent, was sfx^aking aix)ut what families 
nt*ed, when a nurse stood up and described her diffi- 
culty in coping with the death of a baby to whom she 
had become attached. She talked about how terrible it 
had been to go into the nursery the nextday and see 
another baby in the crib. She made me sc*e the magtii- 
tude of my demand for personal involvement. Like 
families, professionals mtist buil'i the defenses that 
allow them to function in the face of human tiagedy. 

But families do need nurturing, and I am still 
angry five and a half years later at tlie professionals 
who were too insensitive or unskilled or hurnan to 
give me what } needed. I am still mad at the doctor 
*ho said, when Nick was three days old, that I was in 
n awfully go(xi mood for someone with such a sick 
oaby. I am niad at the v^tirse who last week told 
another mother, who called at 11:30 at night to check 
on her 2 lb, 3 oz. son before she went to sleep, that <;he 
should cdl back in an hour, after rounds. The i 
that these incidents are worth recalling herr^ is riu 
prove that, like other people, proiessionals make mi»* 
takes, but *K?cause cumulauvely their impact on fami- 
lies is profound, and if w*: care for babies we must^ 
meet the needs of families. 
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The Crunal Coniact 

When ny daughter Bess was born, one of the 
unexpected benefits was membership in a community 
of parents who brought me chicken soup and nur- 
tured me through the uncertainties of first time 
motherhood. Like me they were fallible, and like me 
they were available for listening to theories and in- 
sights and frustrations. We served each other as a base 
line for deiermiiiing what was normal in ourselves 
and pur children. 

Once I made contact with other parents after Nick 
was bom, I found the same remarkable resource. 
Other parents again provided me with a context — 
often just by listening without trying to reassure me; 
sometimes by reinforcing half-formulated plans of 
action; occasionally by confiding fears that mirrored 
my own. My own healing during Nicky's illness 
began with those pan^nts. Finding them was surpris- 
ingly difficult. Through policies of confidentiality 
and professional territoriality, the system impeded our 
access to each other instead of encouraging this cru- 
cial human contact. 

» * * a kind of prelude 

Nick had chronic lung disease and was on oxygen 
until he was nearly a year old. He was rehospiialized 
several times after his first two and a half months stay 
in intensive care. One September day when he was 
just over a year old, he laboriously rolled himself to 
my dresser and reached up to play with the shiny 
brass drawer pull. I realized with a start that it was 
the first thing he had ever done that had remiixled me 
of his sister Bess. Our questions about his develop- 
ment didn't begin to have answers until he was nearly 
two. 

During much of Nick*s early life the successes in 
coping with his problems belonged to professionals. 
Only the failures were mine. I hadn't had a healthy 
baby, couldn't seem to get him healthy, couldn't com- 
fort him and, most painful, I didn't feel connected to 
him. I believed that I wasn't capable of doing him 
any good. I would like to read a poem that I wrote 
about surviving that period in our lives. 

Bonding 

Three years old on Tuesday, 
think of it. 

Two years ago I didn't know that I could love you, 
precious boy. 

I look at pictures of that year, 
and see your smiles, 

and wonder how I could have missed them then. 
But we were both so needy that first year: 
you for breath and growth, 

lior the healthy son who would reflect my strength, 
not demonstrate my failure. 
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I gave you, all I had that year, 

but liumb with fear of doing you more harm, 

I had so little. 

Yesterday, looking at the pictures of your big sister 

(I think you'd never thought before 

that she was once so small), 

serious and funny, you turned to me and said, 

"She was little and when she was bom, 

she was very, very bom." 

No degrees of being born, 

and yet for us tliere was a kind of prelude. 

Three years since you were bom. 

Two since we began 

the important part. 

What Would Have Helped? 

Like most other families, we were left alone, to sort 
out these complicated emotional issues. Two things 
would have helped: emotional support and infor- 
mation. 



The most realistic way to decrease families' 
isolation is by providing them with access to 
their peers: the other families for whom this 
contact is part of their own healing. 



Sometime after Nicholas had started nursery school 
I saw a grainy, black and white videotape that dem- 
onstrated what Dr. Brazelton calls the "irresistable 
responsiveness" of a premature baby. I almost cried 
while I watched as a 3 lb. preemie slowly followed a 
ball with his eyes, looked for the sound of his moth- 
er's voice, and with heroic effort, finally turned his 
head and even reached for her. A nurse practitioner 
had taught that mother to read the subtle clues that 
could have drawn me to my son so much earlier. It 
was a piece of information, a teachable skill, that 
might have changed the course of our lives; 

Emotional support, too, was hard to come by. The 
comerstone of this experience is loneliness. Our fam- 
ily was isolated by the physical realities of hospitaliza- 
tion and therapy sessions, isolated socially by an 
experience that few other families share, isolated from 
each other by the crisis itself, with each family mem- 
ber needing to curl up somewhere for comforting. 

From Isolation to Membership in the 
Human Family 

The most realistic way to decrease families' isola- 
tion is by providing them with access to their peers: 
the other families for whom this contact is part of 
their own healing. Peer support is just a fancy name 
for what happens in the office, and the grocery check 
out line, and the halls of nursery school: mothers and 

7 

97 



Coalition Quarterly 



fathers and business executives testing the accuracy of 
their own perceptions, and moving from the isolation 
of their own feelings into their context as members of 
the human race. 

But it can be a complicated task for families of dis- 
abled and at risk babies to find their peers — particu- 
larly during the first few months or years when the 
future is a list of unimaginable ix>ssibilities rather 
than a clear diagnosis. Nick was nine months old 
before I met a mother whose baby had similar prob- 
lems. I will never forget the incredibly intense feeling 
of recognition and kinship that I experienced during 
that hour-long talk in a hospital cafeteria. And later, 
as our parent group flourished, I saw so many other 
mothers and fathers experiencing the remarkable sense 
of connection that.had kept a group of strangers talk- 
ing in a hospital parking lot until midnight after our 
first meeting. 

Sharing Resources 

As parents and professionals we can best accom- 
plish the difficult job of meeting families' needs by 
utilizing each other as practical human resources. 
Parents developing literature or programs containing 
medical or educational information must turn to pro- 
fessionals for guidance. Professionals developing ser- 
vices for families must draw on the special expertise 



of families. A few years ago, I saw an intensive care 
nursery parents booklet developed by nursing staff. 
The project had been undertaken generously as a 
service to parents, and the booklet contained good 
information, but it began with a list of prohibitions 
and its terminology ''allowed" visiting, rather than 
encouraging it. Exactly contrary to its purpose, it sub- 
tly reinforced the powerlessness of parents. 

Helen Featherstone said that when parents tell 
about discovering their children's handicaps, their 
descriptions invoke images of cataclysm. As we care 
for these families we must respect the magnitude of 
their task. As they rebuild their lives, we must aid 
them in ways that increase their strength and build 
their self-esteem. It behooves all of us to set out from 
here determined to develop a foriim where parents 
and professionals can share the valuable and hard- 
won knowledge that each of us possesses. □ 

For nioie information about parent support contact: 

Parents of Premature and High-Risk 
Infants International, Inc. 
Maureen Lynch, Executive Director 
33 West 42 St., Room 1227 
New York, NY 10036 
(212) 869-2818 



Parents as Collaborators 

continued from page 4 

disabilities whose involverhent with the medical 
system will generally be lifelong. 

• Health professionals are tniined to help by curing. 
Therefore, by providing the answers and the care, 
by doing the thinking and the worrying, by mak- 
ing the hard decisions, an honest mistake may have 
been made that this all-inclusive role benefitted 
patients and families. Instead, this total assump- 
tion of responsibility has created dependency and 
has discouraged individual action and thought. 
Now, parents and consumers, with the im^XJtus 
gained from being recognized as partners with pro- 
fessionals in other settings, sometime experience 
frustration and even anger at being treated in ways 
they may view as patronizing. 

• Perhaps one of the most serious obstacles to change 
is the very narrow view of disability which medi- 
cine has held. By discounting the many other 
aspects-of disabled peoples' lives, the medical field 
has been able to keep its sphere quite limited and 
specific. While this has had some undeniable 
benefits, doing so has necessitated that the focus 
remain almost entirely on what is ''wrong,'' and 
often cannot be cured. Consequently, other ap- 
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proaches, resources, and supports which could 
ultimately help people live satisfying lives have 
been considered at best of secondary importance 
and at worst ignored. 

There are few laws that give rights to consumers in 
the area of health care. Section 504 of the Rehabili- 
tation Act of 1973 is obviously an exception. Linvs 
governing public systems usually require access to 
public records and meetings for informing citizens 
and eliciting their input. In lieu of such laws, the 
medical system is bound by requirements of "In- 
formed Consent," an area of potentially great sig- 
nificance, but one that is genendly not well under- 
stood by patients and theii families. 

Even with changes occurring today, the medical 
system remains one of the most hierarchical of sys- 
tems. Such a structure is not one that readily lends 
itself to change. In fact, few medical settings have 
policies or guidelines concerning regular consumer 
involvement, unlike nearly every other public sys- 
tem, and many private service agencies. 
Finally, a situation noi limited to the health care 
system, has been the lack of mandates or incentives 
for the many service systems which impinge upon 
children and families to coordinate and collaborate 
their activities. 

continued on page /5 




SKIP 

Sick Kids (need) Involved People 

by Karen A. Shannon 



Karen A. Shannon is the founder and national execu- 
tive director for SKIP, Inc. [Sick Kids (need) Involved 
People], q non-profit organization of families and 
public and private health professionals devoted to 
supporting and facilitating home care for technology- 
assisted children. 

SKIP developed from the Shannons' personal exper- 
ience in creating a home care program for their 
daughter Erin who has required the use of a ventila- 
tor since shortly after her birth. SKIP has grown to 
include chapters nationwide. Mrs. Shannon's com- 
mitment to home care for medically vulnerable child- 
ren, which began with her struggle to bring Erin 
home from the hospital, has led her to work closely, 
with both state and national Departments of Public 
Health and Education to establish models for home 
care. Asa nationally recognized parent leader, she is a 
frequent featured speaker at conferences and serves on 
forums devoted to issues of home care and health 
financing. 

want to take her home, to love her and care for her> 
but how? I can't do it alone." 

This longing and this question formed the basis for 
our organization. SKIP was bom in November 1979, 
out of the triumphs and tribulations of bringing my 
daughter Erin, who was suffering from a rare respira- 
tory condition, home and the numerous challenges 
we faced in keeping her home. It grew out of a car- 
ing, committed partnership between one family and 
one doctor, working together to make a normal home 
environment possible for Erin. 

Erin's life was made possible through dramatic 
breakthroughs in modern technology. This same 
technology which gave Erin her chance for life and 
growth initially continues to play a necessary role in 
her continued survival. A similar depem" iicy on 
medical technology is true of many chronically ill 
and high-risk infants and children across our country 
— children who represent a new category of disabil- 
ity, a csitegory created by technology. 

As families with circumstances similar to ours 
learned of our successful efforts to care for Erin at 
home, they began to contact us for advice. They 
wanted to know what preparations were needed, what 
resources were helpful, and how to access them. 
Along with the help of Erin's physician who had 
been our advocate and partner throughout, her respi- 
ratory therapist, and a small group of nurses, we 
developed SKIP, a formal, organized approach to 
meeting the needs of these families. 
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Karen Shannon and her daughter Erin. 



Now, a national movement is underway to develop 
a regionalized system to prepare families and com- 
munties to care for children who are assisted by 
technology at home or in the least restrictive envir- 
onment. A handful of families in the nation have 
succeeded in bringing their medically intensive care 
sustained children home. They have developed strong 
complete networks of support drawing from all facets 
of the medical, business, social and religious aspects 
of their own communities, relying on their own voli- 
tion and initiative. 

Importance of Collaboration: The Team 

Knowing how to operate equipment and use the 
appropriate supplies is not sufficient preparation for 
providing home care for an infant who is dependent 
on technology and medical support. Successful adjust- 
ment to home care occurs when parents' psychosocial 
and instructional needs continue to be met. It is our 
responsibility as parents, health providers, commun- 
ity resource providers, and educators to work together 
to ensure success. 

The quality and content of the collaboration be- 
tween the hospital team, community resource pro- 
viders, and parents can determine the success or fail- 
ure of this specialized type of home care. The medical 
team instructs parents and home care providers on the 
infant's di« gnosis, the proper use of equipment and 

continued on page 12 
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FEDERAL INITIATIVES ON HOME CARE 
UNDER THE MEDICAID PROGRAM 



prepared hy ihe 
Health Care Financing Administration 
U.S. Department of Health and Hunian Services 
Boston Regional Office 



Historical Problem: 

Medicaid fostered institutionalization because: 

1. eligibility rules made ccrtiun individuals eligible 
for Medicaid while in an institution but not while 
living at home, and 

2. services needed for aire at home were not payable 
under the Medicaid program, i.e., respite care, day 
care (not mcdiadly oriented), chore services, home- 
maker services. 

Short Term Solution: 

Katie Beckett type of waiver addr^^sed eligibility prob- 
lem only* 

Katie Beckett type of waivers were instituted as an 
interim solution to the eligibility problem to allow 
the States time to develop and implement Section 
1915(c) of the Social Security Act, home and com- 
munity based services waivers, explained below. A 
Katie Beckett type of waiver involved a decision by 
die Departrhent of Health and Human Services (HHS), 
under existing authority contained in the law arid 
regulations for the Supplemental Security Income 
(SSI) program, not to apply the usual deeming rules 
of the SSI prograni because it would be inequitable to 
do so. Under usual deeming rules, the income and 
resources of a spouse, or parents in the case of a child 
under age 18, are deemed as available to the individ- 
ual or child applying for Medicaid if living in the 
same household: An institutionalized individual is 
considered hot to be living in the same household as 
ihe individual's family; therefore, the family's income 
IS not deemed to the individual, thus making him or 
lier more readily eligible for Medicaid. 



|This ihiFonnatipn was prepared fo^ dissemination 

at the -'Home Gire I^^ Serious 

MedicaL Neetk^^^^^^ Boston on 
MarA'lVl^^^^^^ 

Uunity^ifor state and 

fiedexalfirm insur- 

ianq? repfesenti^^ explore 

;spluti()ns,/iM will truly 

support fcWIo^^ was co- 

:sponsoi^^^ pWldren with 

jSpraaj :r4ee^ I jpffipe; Public 

:Wral^^SCT^ of Health and 
iHumaiifS^iSd&s.: . 



An HHS Board was established to review States* 
applicuions for waiving normal SSI dccniing rules in^ 
individual cases. Regulations published on 6/4/82 
and revised 2/15/84 spelled out the conditions thai 
needed to be siUisficd for the Board to approve a Katie 
Beckett type of waiver: 

a. deeming led to Mcdicud ineligibility; 

b. eligibility in non-institutional setting would yield 
Medicaid savings; and 

c. quality of care would be maintained; 

The Board stopped accepting new applications as of 
12/31/84. Previous determinations will remain in effect, 
as long as the conditions arc satisfied. Applications 
pending as of 12/31/84 will be considered. New cases 
should be handled by the States through Section 
1915(c) waivers, particularly the model waiver. 

Long Term Solution 

L 1915(c) home and community based services waiver 
(includes the model waiver) addresses both the 
eligibility problem and home care services problem. 

Section 1915(c) home and community based services 
waivers are sometimes referred to as Section 2176 
waivers because Section 1915(c) was added to the 
Social Security Act by Section 2176 of the Omnibus 
Budget Reconciliation Act of 1981. Section 1915(c) of 
the Social Security Act allows a State, under a waiver 
approved by the Secretary of HHS, to provide home 
and community based services to individuals who 
would otherwise require nursing home care that would 
be paid by the State's Medicaid program. In addition 
to paying for traditional non-Medicaid services, a Sec- 
tion 1915(c) yvaiver allows a State not to deem a fami- 
ly*s income to those home care clients who would 
qualify for Medicaid if institutionalized but would 
not qualify while living at home if the usual SSI 
deeming rules were applied. 

Model Waiven preprinted 52ecdon 1915(c) waiver appli- 
cation that can be used by the State under the follow- 
ing conditions: 

a. no more than 50 blind and disabled children 
and adults can be served per model waiver 
request; 

b. some of the blind and disabled children and 
adults involved in the waiver must need a waiver 
of the usual SSI deeming rules to qualify for 
Medicaid while living at home; and 
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€• at least one home and community based service 
must ho provided. 

The model waiver is seen as the main vehicle for deal- 
ing with the KiUie Beckett type of waivers now since 
the'Board is not accepting any new applications. The 
model- waiver was developed to expedite review of 
AVaivers involving snialler populations. It can be used 
for just one individual. The appHcation form consid- 
erably simplifies the process of requesting a Section 
1915(c) waiver. 

Model waivers, as all Section 1915(c) waivers, must be 
acted upon by HHS within 90 days or they are auto- 
matically approved. HHS has one opportunity to 
request additional information. HHS then has 90 
days from receipt of the additional information to 
render a decision. 

Medicaid Coverage of Home Care for Certain Dis- 
abled Children, Section 1902(e) of the Social Secur- 
ity Act, added by Section 134 of the Tax Equity 
and Fiscal Responsibility Act (TEFRA) of 1982, 
addresses eligibility problem only. 
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A State can choose to amend its Medicaid plan to 
cover certain disabled children who satisfy the follow- 
ing conditions: 

a. the individual would not qualify for Medicaid 
at home^mder the usual SSI deeming rules, but 
would qualify for an SSI or State supplement 
pjiyment and, therefore. Medicaid in ceruiin SiiUes 
;if he/she were in an institution; 

b. the child requires a level of care provided in a 
hospital, skilled nursing facility, or intermediate 
care facility, including an intermediate aire facilj- 
ity for die mentally retaided; 

c. the child can be appropriately treated at home 
(outside of an institutional setting); and 

d. die cost of treating the child outside the institu- 
tion does not exceed the institutional costs. 

This option does not provide for any additional ser- 
vices to be provided to the disabled children; the 
children are made eligible to receive the services pro- 
vided under the SliUe's regular Medicaid program 
only.D 



The federal initiatives described above contain 
provisions permitting states to offer, under their 
Medicaid plans, coverage for home care services 
to certain children with disabilities who would 
otherwise be institutionalized, even though a 
family's income and resources exceed the state s 
normal financial eligibility sumdard. Since 
Medicaid is a state administered program, how- 
ever, each state has the option to implement the 



waiver program and to determine the type of 
waiver program it will put into place. 

For more information on a state's waiver pro- 
gram, contact the state ageticy that administers 
the Medicaid program. If there is a question 
about the appropriate agency, contact the Fed- 
eral Regional Office of the Health Care Financ- 
ing Administration. 



1U>ston Regional Office 

john F. Kennedy FcderaK Building, 

Room 1309 

Boston, Massachusetts 02203 
(617) 223-3697 

Connecticut, Maine, Massachusetts, 
New Hampshire, Rhode Island, Ver- 
mont 

New York Regional Office 

26 Federal Plaza, Room 381 1 
New York, NY 10278 
(212)264-8517 

New Jersey, New York, Pueiio Rico, 
Virgin Islands 

Philadelphia R^ional Office 

3535 Market Street, Room 3100 
Philadelphia, Pennsylvania 19101 
(215) 596-6828 

Delaware, District of Columbia, Mary- 
land, Pennsylvania, Virginia, West Vir- 
ginia 



Kansas City Regional Office 

New Federal Office Building, Room 235 

601 East 12th Street 

Kansas City, Missouri 64106 

(816) 758-3539 

Iowa, Kansas, Missouri, Nebniska 

Denver Regional Office 

Federal Office Building, Room 628 

196 Stout Street 

Denver, Colorado 80294 

(303)327-6149 

Colorado, Montana, North Dakota, South 
Dakota, Utah, Wyoming 

San Francisco Regional Office 
100 Van Ness Avenue, 14ih Floor 
San Francisco, California*94102 
(415)556-6560 

American Samoa, Arizona, QUifornia, 
Guam, Hawaii, Nevada 

Seattle R^onal Office 

2901 Third Avenue, Mail Slop 502 
Seattle, Washington 98121 
(206) 399-0438 

Alaska, Idaho, Oregon, Washington 



Atlanta Regional Office 
101 Marietta Street, Suite 701 
Atlanta, Georgia 30323 
(404)242-2163 

Alabama, North Carolina, South Carol- 
ina, Florida, Georgia, Kentucky, Missis- 
sippi, Tennessee 

Chicago Regional Office 

175 West Jackson Boulevard, Suite 
A-835 

Chicago, Illinois 60604 
(312) 353-9840 

Illinois, Indiana, Michigan, Minnesota, 
Ohio, Wisconsin 

Dallas Regional Office 

1200 Main Tower Building, Room 2400 

Dallas, Texas 75202 

(214)729-6418 

Arkansas, Louisiana, New Mexico, Okla- 
homa, Texas 



ERIC 



101 



11 



Coalition Quarterly 



SKIP 

Sick Kid$^(heed) Involved People 

continued from page 9 

supplies, itifant assessment tools, cardiopulmonary 
resuscitation, and methods for documenting events. It 
helps identify and address psychosocial problems, 
including fears and misconceptions. In essence, the 
team provides the training and support needed lo 
enable parents to willingly and appropriately assume 
responsibility for their child with chronic/acute ill- 
nesses. 

The team's goal is to help the families understand 
several realities of home care: 

• First, that their infant, fared with a potentially 
long-term illness, could suffer from an acute epi- 
sode such as severe respiratory distress, leading to 
possible death or damage at any moment. 

• Second, in administering their own special **In- 
tensive Care Unit,** families must cope with operat- 
ing requirements and limitations of medical devi- 
ces, supplies and services, and know how to safely 
adapt to these limitations. 

• Third, the family must receive and welcome the 
Medical/Resource/Support Team into their life as 
their infant's "LIFE LINE.'' 

• Finally, the family must assume direct resF>onsibil- 
ity and understand the consequences of this re- 
sponsibility should their infant require crisis inter- 
vention in the home. 

This challenge, complete with many rewards as 
well as heartaches, represents a responsibility and an 
acceptance that requires major changes in lifestyle 
and values to achieve the goal of "Intensive Home 
Care." It is critical that what is asked of each parent 
reflects the realities of Home Care Team participa- 
tion. This endeaver cannot be achieved alone. 

Components of Successful Home Care Placement 

In addition to the overall importance of team col- 
laboration, successful home care placement of tech- 
nology-dependent children requires several interrelat- 
ed components. 

• Strong family commitment. Commitment of the 
parents to each other as well as to the child is very 
important. 

• Thorough discharge planning. A home care pack- 
age should recognize the concept of on-going fam- 
ily adjustment. You adjust, but you m'j.st reaccept 
your situation every single day, and some days you 
just cannot do it. That is why respite care, counsel- 
ing and parent support groups are essential. After 
parents have had their child home six months, they 



participate in a parent-to-parent network. 

• Team approach to planning and follow-up. Al- 
though we see the physician as the primary focal 
point to make home care work, active multidisci- 
plinary participation is vital. 

• Nursing care. Nursing care is the backbone of the 
home situation. It is neither fair nor realistic to 
expect parents to care for their ventilator-depen- 
dent/respiratbry failure child indefinitely on a 24- 
hour, 7-day a week basis. 

• Adequate, flexible funding. To make home care 
work we must recognize that some families can 
cope with fairly minimal supports, while others 
may require high levels of support and assistance. 
Flexible funding is vital because the family situa- 
tion changes over time, and home care arrange- 
ments heed to adapt accordingly. 

• Quality assurance. Monitoring is needed to assure 
that the services and the products being delivefca 
in the community are of the highest standards 
possible. 

SKIP'S Role 

SKIP provides education, peer support, and other 
resources to assist families who have decided on home 
care for their hospitalized child by preparing and 
maintaining a network for the safe and controlled 
intensive care management of the child. SKIP prcr 
motes every child's right to an enriching, meaningful 
life, in as normal a life style as possible, preferably 
within the natural environment of the home. Our 
objectives include: 

Education: Develop materials to meet the educational 
needs of the child/family, health care profes- 
sionals, and community agencies, in addition to 
increasing public and professional awareness 
about specialized pediatric home care issues. 

Resource: Identify the resources that are available to 
families and providers, and assist in the expan- 
sion or development of new resources. 

Family Services: Assist families in identifying and 
accessing resource services, and providing family 
support. 

If SKIP can be of assistance in developing your 
home care program or in seeking funding alternatives 
for these children's home care plan, please contact the 
National Headquarters of SKIP, 216 Newport Drive, 
Severna Park, MD 21146, (301) 647-0164. 

With more and more children surviving illness and 
traumatic births, SKIP continues to build a partner- 
ship of care to ensure that new specialized home care 
families will survive and grow as a family, together at 
home, q 
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The following address by Reed Martin, Jit),, was 
delivered at the ''Home Care for Children with Serious 
Handicapping Conditions** conference by the Associa- 
tion for the Care of Children*s Health and the Division 
of Maternal and Child Health, Public Health Sennce,. 
US. Department of Health and Human Services held 
on May 27, 1984, in Houston, Texas. This address is 
exerpted from the published conference report with the 
permission of the Association for the Care of Children's 
Health and the author.^ 

Reed Martin currently, ^rves as staff attorney for the 
Texas Developmental L sabilities Protection and 
Advocacy agency operated * ; Advocacy, Inc., in Austin. 
He aslo serves as consultant to the Education Resource 
Network, the parent training and information program 
operated by Advocacy, Inc. 

I am an attorney who has been working with parents 
of children with disabilities for 15 years. Two years 
ago my son was in an automobile accident. He was 
brain-injured, and although he has recovered remarka- 
bly, he has chronic health problems and needs medica- 
tion. I understand well the issues involved with educat- 
ing a child with disabilities, because I am never sure 
when my son might have to be absent from school. This 
situation can be very unsettling, not only for the parents 
but also for the teachers, and as we see in the following 
examples, the issues surrounding education for the 
handicapped have been unsettling for the courts. 

Many of the issues that you face may not only have 
already been addressed by federal courts, but also may 
have been decided in your particular jurisdiction. You 
may not know about it, the school may not know about 
it, the hospital may not know about it, and even many 
attorneys may not know about it. Let me illustrate the 
extent and nature of the problem by quickly describing 
three cases. 

Tatro Case 

The Tatro case, which originated in Texas, was 
argued in the Supreme Court on April 16,1984. It con- 
cerned a girl with spina bifida who is slightly disabled 
and who needs clean intermittent catheterization. She is 
now eight and a half years old and is capable of self- 
catheterization, which makes the whole case a moot 
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issue; however, the case originated five years ago when 
she still needed assistance. The school district refused tO: 
take the responsibility, claiming it was too risky. After 
the school's initial victory, the parents won their appeal 
at the district court level and twice at the circuit court 
level. In spite of clear legal mandates that related servi- 
ces must be provided^ the school appealed to the 
Supreme Court. 

As we worked with the Tatro Case, we were impressed 
by the incredible diversity of policies with regard to 
such matters. A school district next to that of' the 
Tatro's, for example, catheterizes 400 children daily in 
their public schools; another school district, however, 
has recently threatened to fire a school nurse if she 
continued to ratheterize a child. They feel that such a 
child imposes too great a liability or burden on the 
system. It was also evident, from their questions while 
arguing the Tatro case, that the Supreme Court was 
unclear as to the needs and capabilities of children with 
disabilities and the role of the schools in meeting them, 
especially with regard to the type of medical problems 
children are bringing to public schools today. 

In so doing, the court emphasized, with 
great wisdom, that the chronic medical needs 
of a child must he balanced with the over- 
whelming need and right to associate with 
his or her peers. 

On July 5, 1984, the Supreme Court ruled un- 
animously in favor of the right of students to attend 
school and receive any needed services. This ruling 
greatly expanded the definition and scope of related 
services. The court rejected the notion that medical 
needs, excess costs, or staff liability should impede 
school attendance. They affirmed that children, under 
P.L. 94-142, could receive any and all services needed to 
reach, enter, exit, or stay in school. 

Espino vs. Besteiro 

Espino vs. Besteiro, which also originated in Texas, 
concerned a boy who had been seriously hurt in an 
automobile accident. He used a wheelchair, and his 
body could no longer control his skin temperature due 
to injury to his hypothalamus. As a result, he had to be 
kept in an environment with a temperature range of 
about 15 degrees. The school decided to solve the prob- 
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lem by putting him in an air-conditioned plexiglass 
cube five feet square. The court disagreed with the 
schoors position and ordered that the boy be placed in 
ah air-conditioned classroom where he could interact 
with classmates. In so doing, the court emphasized, 
with great wisdom, that the chronic medical needs of a 
child must be balanced with the overwhelming need 
and right to associate with his or her peers. 

Dorr Case 

The Dorr Case was decided in April,, 1984, by the 
Ninth Circuit Court of Appeals. It concerned a girl who 
needed suctioning, and since she could usually antici- 
pate the need, it rarely caused a problem. That the tube 
might become dislodged was a concern because reposi- 
tioning the tube required a higher standard of care and 
immediate attention. The school organized a meeting 
of all the statf who would come in contact with this 
child. Everyone in her normal environment — teachers, 
cafeteria employees, custodial staff — was asked to 
attend. It was a disaster. Teachers filed grievances with 

Many children, however, can be in a 
totally normal academic program and still fit 
the special requirements; the asthmatic child, 
mentioned earlier, is a perfect example. 



ihdr appropriate union officals and refused to have 
anything to do with this child. Because she was barred 
fr >m any admission to the public schools, she has been 
in a private school at public expense ever since. 

The Ninth Circuit Court was critical of the school's 
failure to explain its reason for denying her admission 
to a public school. The lesson to be dirawn from this case 
is that we have to be concerned not only with planning 
the program, but also taking a look at teachers' and 
school employees' needs, concerns and fears. Tliis deci- 
sion is now in appeal in the United States Supreme 
CoiirL 

The child has a right to be in school. A review of the 
legislative history makes it clear that attitudinal prob- 
lems of this nature be addressed at the lEP meeting. In 
Senate Report94-168i( 1975), Senator Stafford expressed 
the hope that "... teachers' participation in these lEP 
conferences will have a positive effect on attitudes of 
teachers toward the child ..." Senator Randolph, in the 
same report stated, "The integration requirement of the 
bill [Senate Bill 6] requires inservice training of general 
and special personnel in dealing with the general prob- 
lem of attitudinal barriers." In addition to such inser- 
vice being included in the lEP as a needed service, the 
IE? meeting itself was viewed as a. problem-solving 
process, or inservice opportunity, for teachers, parents, 
school nurses, and others to confront such problems. 

Fomtunately, both P.L. 94-142 and the majority of 



the federal coiirt decisions in such cases really do sup- 
port common sense. The courts require that decisions 
about educational placement be made on an individual 
basis. Although in some cases they have required 
schools to accept children with communicable diseases, 
there is always spe nf ic attention to individual needs 
and circumstances. 

The Inlegralion Imperative 

Qne of the most important things to understand is 
that we are dealing with the educational experience of 
these children, riot their academic experience. The 
courts define education broadl/, including social inter- 
action. Most courts quote the Supreme Court decision. 
Brown vs. Board of Education, the 1954 school desegre- 
gation case, which reaffirms that we need integration 
not because a black child can only learn if he or she is 
sitting next to a white child, but that interaction and 
social integration are part of the experience of educa- 
tion. That can only happen if handicapped and non- 
handicapped children have an opportunity to learn 
together in the social setting of the classroom. Short- 
term hospital-bound or home-bound programs are cer- 
tainly needed, but the long-term solution has to be 
maximum integration. 

Many handicapped children do not need specially 
designed academic instriiction. A lot of us think of 
special education as being only for children with men- 
tal retardation who need special academic programs. 
Many children, however, can be in a totally normal 
academic program -and still fit the special education 
requirements; the asthmatic child, mentioned earlier, is 
a perfect example. 

Importance of Individualization and 
Flexibility 

Individualization is the key work in almost all these 



The lEP meeting can set the stage for a 
cooperative effort to integrate a medically 
involved child into the school 



decisions. A school district that makes a categorical 
decision gets struck down in court. The individualiza- 
tion even extends to making changes in the length of 
the school day or the academic year. 

The thrust of P.L. 94-142 is to get every single child, 
aged 3-21, into the public school. Anything that inte- 
rupts that contact is disfavored. The individualization 
education program (lEP) must constantly be modified, 
taking into account new information and feedback. 
The child may get better, or worse; he or she may have to 
go back for chemotherapy, or may develop a memory 
problem. The progi*am obviously has to be flexible. 

The lEP meeting can set the stage for a cooperative 
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effort to integrate a medically involved child into the 
school. A minimum of three persons should participate 
in an lEP meeting; the teacher, someone from adminis- 
tration, and the parent. The teacher plays the most 
important role, because it is the teacher who indicates 
what he or she thinks would be appropriate for that 
child and whether it is feasible or whether additional 
resources will be needed. One teacher might sixy, **I can*t 
deal with a child like that. I can't suction a child. Td 
faint.** If a child in the class dies, one teacher may be 
able to create a beautiful program built around the 
child's death for the other children in the class; another 
may be absohuely destroyed. Here is ari example of a 
point where a teacher can say, "Hey, somebody's going 



to liave to help me.** Plans can proceed from there: 
Role of State Education Agency 

Finally, in interpreting P.L. 94-142, the courts have 
made it clear that the state education agency is in charge 
of coordination of eduauion prpgnihis. In a number of 
cases which have gone to circuit courts, the courts have 
slated that Congress intended that single agency author- 
ity rest with the state education agency. If a child is 
somehow falling in the cracks among the health associ- 
ations, crippled children's services, family services, 
social services, and human resources department, P.L. 
91-142 very clearly says that the state education agency 
has the authority to coordinate that child*s education 
program.a 



Areas to Consider in Writing Individualized Education Plans for 
Students with Physical Disabilities or Special Health Needs 

Developed by Betsy Anderson 



1. Trans{X)rtation: sfxrial equipment (seat lx»lt, etc.), 
assistance from vehicle to school 

2. Building accessibility and bathroom accessibilty 

3. Occupational therapy, pliysical therapy, speech 
tlienipy 

4. Medications: copy of prescription for files; who is to 
give tliem (student, nurse, teacher, other); side 
effects; wliere will they Ix* kept? 

5. Stamina 

6. Positioning 

7. Self help skills: feeding, dressing, toileling, need for 
assistance or training, or lx)th 

8. Special medical needs while in school 

9. Special supplies or equipment: sloiage, anyone to 
be notified? 

10. Backup medical support: who, where, what emei- 
gencies likely to arise? 

11. Equipment needed for student to progiess effec- 
tively: typewriter, computer, sjx?cial gi ip pencils 



12. Specially prepared curriculum materials: infor- 
mation to Ix? taped or prepared in a different way 

13. Art/music other enrichment classes and activities: 
modifiaition needed for inclusion 

14. Physical education: regular program as is, modi- 
fied, or adaptive physical education program; sjxj- 
cial equipment or staff required 

.15. Mobility and need for any assistance, regular pro- 
vider and back-up [)erson 

16. Fire safety: a plan with indications of who is 
responsible and back-up peison 

17. Field trips: transportation, aide, any sj)ecial com- 
ments 

18. Extra curricular activities (this is a Sec. 504 issue): 
transjx)rtation, aide, any s}x*cial comments 

19. Home, hospital tutoring: is this needed now or will 
it be likely to occur; outline plan, even if only 
tentative 



Parents of Children with Disabilities 
as Collaborators in Health Care 

continued from page 8 

What G)nsumer Involvement 
Communicates 

Opportunities for consumer involvement may take 
many forms and the availability of these opportuni- 
ties plays an important part in shaping consumer 
perceptions. Consider the messages which are con- 
veyed, albeit unintentionally, to persons with disabili- 
ties and their families when they are denied the 
opportunity to be involved in their health care. 



Interpretations of this type of exclusion may he: 
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1. The value of the contributions families and indi- 
viduals can make is negligible. 

2. Professionals know best and can handle it all. In 
fact, if they are not doing it, then it must not be 
important. 

3. People with disabilities and their families get in 
the way and slow down the process. They are part 
of the problem, not part of the solution. 

Value of Involvement 

• Knowledge gained through experience has value. 
Personal experience has a value in decisions per- 
taining to one's own life. The sharing of ideas and 
findings that arise from personal experience may 
help others in similar situations and may prove 
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valuable to professionals in their dealings with 
others. 

• People can contribute to their own well-being. 

People, even when they have substantial problems, 
as outlined by Norman Cousins in his book Anat- 
omy of An Illness as Perceived by the Patient, are 
not completely helpless. Their contributions may 
be in terms of pliilosophy, attitude, or approach to 
life; or may be in the form of concrete suggestions 
or models, such as designs for a better ramp, mak- 
ing the "PKU diet" palatable, etc. 

• People can grow, develop^ and adapt. Initially, 
there may be questions about how much a j^erson 
who is newly disabled or a family whose child has 
just been diagnosed as handicapped can contribute. 
What is important, however, is that they receive the 
messiige that over tihie the majority of people do 
cope and that everyone has the potential for 
growth. This assumption is vital to people's ongo- 
ing growth and developing self-concept. 

There are also times in people's lives when they 
may have less to contribut that at other times; even 
the most competent, articulate, motivated individ- 
ual may have "down times." 

• The person with the disability and the family have 
the main responsibility to provide input and fol- 
low-through care. If the level of expectation is low, 
then it is very possible that the outcome itself will 
be less than it might have been. If no one ever asks 
ilie family to comment, or provides an opportunity 
for such input, the family may stop considering 
other resources and begin to disregard their own 
thoughts, thereby cutting off an importiuu source 
of creative problem solving. Taking responsibility 
for active, informed participation or wanting it to 
l)c a part of one's role has {>ositive implications for 
carrying through with treatments and care. Noting 
and reporting results^ making suggestions and 
modifications to professional recommendations, all 
are part of responsible participation. 

• None of us has all the answers. People are affected 
by and respond to situations in unique ways; for 
any given problem there may l>c many solutions, 
or relatively few. Even when many solutions are 
possible, the particular circumsumces may render 
some or all of them inappropriate. In one sense 
there are never too many ideas or solutions, and we 
sliould encounige thought from many sources. 

• We can learn from one another. Whether {xirent, 
professional or a person with a disability, each of 
us possesses experiences, knowledge, and persjx'c- 
tives that can contribute to the ovenill picture. 
While some people can be expected to have large 
pieces of the puzzle, others may have smaller but 
particularly critiail pieces. To develop or to en- 
courage development of a system where piirtici- 
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pants are discouniged from seeking solutions from 
others, or where it is only permissible to seek 
answers from particular individuals, is to narrow 
unnecessarily the range of resources. 

• The system is accountable. It is important that 
consumers know that the system does not merely 
pass out information and treatment without regard 
for whether these "work." Consumers heed to know 
that there are reasons behind what is done or sug- 
gested; that indeed, on occasion mistakes are made, 
and that there are procedures for review and reme- 
dies for these occasions. In short, consumers need 
to know that the system works for them. 

• Individuals can incotporate new ideas and can 
(even) change systems. Society is not limited to 
what ii is todiiy. Existing policies and practices can 
be critically examined to determine what works 
and what does not, what is worth keeping and 
what is not. 

Benefits of Consumer Involvement 

Consumer involvement can take many forms and 
am include a variety of activities. At its best, such 
involvement should be jointly designed with profes- 
sionals and should include the possibility of partici- 
pation by both individuals and groups, on personal 
as well as systems levels. The following are some im- 
portant components of such a system: 

• Ongoing provision of up^io-date, acrunue infor- 
mation about self, care, services and entitlements 

• Participation in the determination and delivery of 
services 

• Preparation and training for the specific activities 
and roles to Ix? carried out 

• Process for giving feedback and evaluation of care 
and ser\'ices 

• Links to other airegivers and settings, including 
those outside ol health care 

• Links to adult service systems and, in particular, 
opportunities for adults with disabilities to partici- 
pate in a variety of ways: as employees^ as consul- 
units, and in various advisory capacities 

• Participation in the development of policies which 
govern the particular setting 

Since professionals everywhere are likely to be over- 
scheduled and overworked, it is possible that consu- 
mer involvement may be regarded as one more task. 
Some reasons professionals may want to involve con- 
sumers in their work include: 

• It may be considered an important goal, in and of 
itself. 

• It may overlap with other, already existing goals or 
tasks. 

• It may, in fact, be required by state or federal law 
or by agency policy. 

• It may provide benefits to professionals (personal, 
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political, public relations, advoaicy, funding, etc.). 

Benefits to Professional Suff 

1. Better planning and services. Greiucr undcrsuuid- 
ing of the issues for people with dis^ibilities and 
their families leads to better questions and better 
answers. 

2. Compliance* Families who underst;md die philo- 
sophy behind recommendations for caie :uid treat- 
ment and who Have had a role in the process may 
be more likely to airry out recommendations. 

3. More ideas* Opportunities for discussing issues 
with others is apt \o lead to more ideas or no\el 
ways of approiiching problems. 

4. Feedback* Fecdb;ick from individuals with disiibil- 
ities and chronic illnesses and their families is one 
way to improve services, and may also serxe as 
important reinforcement to professionals for the 
jobs they do. 

5. Lack of need to be omniscient. Including families 
h\ the search for solutions provides professioi:ais 
with sense that this is a shared mission, not one 
for which they arc solely responsible. 

6. Open forum* Having a process and a place for 
discussing issues is one good way to dc\'elop rela- 
tionships and deal with problems while they are 
still nianageabk*. 

Benefits to Families 

1. Legitimate role: partnership* Most families want 
to actively participate Ixraiusc they aire al)out their 
children and the serxices. hideed, it is families who 
have had to take the initiative to establish their 
place in the system* 

2. Sense of growth^ competence: chance to contrib* 
ute* Being rcgiirded as aipable of participating is 
an important messjige for fami!i^5 and for |x*ople 
with disabilities. TypicUly, families or iiidividuals 
lK»gin with little knowledge or sense of their own 
competence. This is an area where growth is par- 
ticularly important. 

3. Carry-over information* Families are responsible 
for tnmsmitting informauon to a variety of peo- 
ple, including children themselves, grandpsirents, 
babysitters, school bus drivers, teachers, Gunp 
counselors, friends and neighbors, and others. 
Their need for solid information and undersuind- 
ing is an important one. 

4. Structured opportunities for feedback* Since most 
people who receive services have a variety of feel- 
ings and thoughts about them, it can be frustrat- 
ing not to have any formal way to channel them. 
Providing such opportunities reinforces in fami- 
lies the sen^ that their observations, thoughts, and 
experience are important. 




5. Opportunity to discuss rellated issues* Many servi- 
ces and issues affect families in signifiamt ways. 
There must be room for ix^flection on the '<clerancc 
and importance of these concerns to heiUth aire. 

6. Overall sense of system* Families often recci\e aire 
and information in fragments, with discussion 
limitctl to short term or immediate objectives. 
Tliey aie often left to imagine what lies ahead, 
with no concrete sense of how long-term issues 
will \k approached. Immediate concerns still need 
to be addresscxl, but needless worry could be elim- 
inated by discussing long-term care issues. 

Benefits to Children 

The role of children with disiibilities and chronic 
illnesses may Ik» difficult to pin|X)int as it evoh-es over 
time. Nonetheless, parents and professionals cm and 
should de\elop a program of aire that recognizes 
children's needs and strengths and allows them con- 
trol as well as the opportunity to p^irhcipiuc. 

1. Knowledge of themselves* Children neal to Ixr 
developing a sense of themselves, their Ixxlies, 
their abilities, and thei** disiibilities. Again, the lx?t- 
ter informed parents are, the Ixftter they can com- 
municate information and issues to children in an 
ongoing way. 

2. Control participation* The goal for most children 
in health aire should l)e to help them develop the 
ability and the confidence to make decisions and 
to carry out their own nire to the extent that they 
are able. This Micludes the ix)ssibility of risk and 
failure, something all of us must cxperiena\ 

3. Expectations from adults* It is important for chil- 
dren to know that their parents and the profes- 
sionals who circ for them ex|X'ct that they will 
indeed l>c able to le:irn what will l)c nealed. 

4. Self-esteem* Children need to know that signifir 
a:*M adults arc interested in what they think and 
feel, that their concerns are im{X)r(xmc. 

5. Parental role models* Parents ser\'e as im|)ortant 
role models for their own children. By taking 
active roles as partners with health and other pro- 
fessionals, parents help prepare children for their 
own roles later in life. 

Forums for Discussion 

An important assumption underlying the princi- 
ples expressed here is the belief that parents and pro- 
fessionals require increased opporiunities, both for* 
mal and informal, for communication and discussion. 
While interesting models exist in many human ser- 
vice settings, probably those in public education are 
the most relevant to this discussion. 
. First, PTAs historically have provided the interface 
between schools, families and communities. Published 
reports document and describe the many forms PTA 
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activity has taken over the yairs. 

A second model, of a more individualized nature, is 
that provided under the special cxiuGition law, P.L, 
94-142. Meetings between family members, older chil- 
drtn, and educational and other professionals involved 
with de\*cioping a child's educational plan arc a 
mandated pan of the process. 

Tliird, and growing in numbers, are S|xx:ial Edu- 
GUioii' Advisory Conunittees which exist in j^any 
communities to provide a forum for the many s{xx:ial 
cwicems of families, connnunity meml^rs, and the 
siaif or administration of local s|xxial education 
Servians. 

Individuals conaTiutl witli liealth aire may want 
to identify and rex'iew these and ojiht models in order 
to develop and adapt forums suitetl to their own jxir- 
tiailar neeils. Wliile sucli forums in health aire set- 
tings are rare, they do exist: Boston Children*s Hospi- 
tal has had a Parent Advisor>* Ck>mmittee for the past 
four yejirs. 

Summary 

Consumer p;irtici|Xition is a viuil process and is ah 
important component in quality health cire. Parents 
arc striving to become more informed and actively 
involved witli those professionals and systems tliar 
intimately affect their own and their children's lives. 

Families need the underst;mding and the support 
of health professionals to airry out these new roles: It 
auinot be done in isolation. While many health pro* 
fessioiiiils arc rea*ptive to, and even encourage and 
initiate, such activities, others have not had the neces- 
s;ir>' tniining themselves and are not aware of the 
issues families face. Yet another difficulty is the fact 
that many tniditional health settings were designed 
and built at a time when the roles for |xuients and 
parents were considenibly different. 

Involving |xirents within these settings as active 
team members means an active ork-ntation is neces- 
s;iry for families as well as professionals. Overcoming 
''customary" ways of viewing parents and children as 
recipients of aire takes a great deal of discussion oi 
patterns of thinking and of evaliuition of parent and 
professional res|X)nses. 

Hospitals tend not to have the same sort of op|X)r- 
tunities for discussion among parents, patients, and 
staff which are so coinmon in edunitipn and other 
human semcc settings. This lack n.nms there is no 
way for people in djfferent roles to gc; u know each 
other, no wrjy to knoi* i^iai con^cnis arc siiared, and 
no way to disaiss • :<ii>. ration toward common 
f{oais might prix*CP 

In summary*, as « nd Roth have stated in 

The Unexpected . nxdicapped Children in 

America: 



**In eifcry handicap specialty it is essential that 
parent and professional activx ly work together 
on the child's behalf. Cooperation hiay be essen- 
tial for medical rea,'ons: medication that is not 
gixfcn by the child's parents is medication that 
may as laell not be presci.bcd. Collaboration is, 
also necessary because neither the parent nor thff 
professional possesses a monopoly on the truth f 
and each can sewc as a check on the shortcom- 
ings and limitations of the other. But before a 
partnership can genuinely exist, there must be 
give-and'takCf mutual respect^ and somelhinf^ 
like moral and adtural equality. Both the parent 
and the professional must attempt to understand 
the others point of viewr special moral con- 
cerns, and culturally determined priorities of the 
child:' o 

Glculinaii. J. :iiul Riwli. \V. The Vncxpectrd Mtnoriiy: llandi- 
capped Children m Atnaicn, Yoik: Hauoun Rnicv Ja%':iiM>* 
vidi, 1980. Fg. I ir>. 



Tlie following written materials, <le\el<qx*d by the 
Parent/Professional Collalx)nition Project of the Fc^d- 
eration for Children with Special Nee<ls, are presently 
available. Write to the Federation for Children with 
Special Needs, 312 Stuart Street, Boston, MA 02116. 



Monogiaphs and Fact Sheets 

Questions When Surger>' is Recommended 

for your Child 
Son)c Suggestions for Comnumicition with 

Mediad Personnel 
Yoiir Rights to Mediad Records on 

Massachusetts 
Prejxiring for Mediod Testing 
Medical Rights of Petliatric '^atien'.s and 

Parents in Mass:ichusetts 

Annotated Bibliographies: 

Attitudes Toward Handiaips and Clironic 
Illness and Stnitegies for Cx)ping 

Conununiaition and Partnership Between 
Parents and Professionals 

Personal Accounts of I)is:d)ility and 
Illness 

Impact of a Parent Advisory Connnittee on 

Hospital Design and PoHq* 
Oire and Treatment Issues 
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For the past seven years, the Parent Educational 
Advocacy Training Center in A lexandria, Virginia, has 
conducted educational advocacy courses for parents of 
disabled children. The purpose of these courses is to 
prepare parents to participate effectively in the special 
education process of referral, evaluation, eligibility. 
Individualized Education Program (lEP), and place- 
ment for their children with special needs. Parental 
participation in special education planning is required 
under the Education for All Handicapped Children 
Act, P.L. 94-142. Studies of the effectiveness of the 
courses in educational advocacy demonstrate that par- 
ents have gained knowledge and skills needed to pro- 
mote the best interests of their children. Additionally, 
the studies indicate that school teachers and administra- 
tors perceive parents who have completed the training 
as being active, cooperative and influential participants 
in special education procedures. 

''Where will my son be in four years? What will he be 
capable of doing after high school?" 

''Our daughter talks of her own paycheck some day. 
We think she can^leajm" to hold a job^ but she needs 
individual help. Is that possible? Are we asking too 
much?" 

Such questions by parents reflea concern about their 
disabled children's future vocational opportunities. 
They anticipate their sons' and daughters' daily lives 
beyond the school setting with hopes and fears. Will 
their children be prepared to participate in the work 
world? Will these young adult2» find jobs in which they 
work to their potential? What should parents know and 
be doing now for their children to ensure a successful 
transition from the school setting to the world of work 
and adult life in the community? 
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f—w-^he 94-142 generation is growing up. The 
I confidence and effectiveness of parents trained 
to be advocates for their children under the 
umbrella of P.L. 94-142 wanes as their sons and daugh- 
ters move into adolescence and look toward adult life. 
Families ^ind overwhelming the myriad of public and 
private agencies involved in career education, the jar- 
gon used in vocational education and job training, and 
the jumble of local, state and federal laws affecting the 
training and employment of disabled individuals. This 
maze of special education, vocational education, reha- 
bilitative services, and job training is a major barrier to 
parents wishing to secure for their disabled children 
maximum independence after leaving the public 
schools. 

Current surveys and studies consistantly indicate that 
parents want information and training on how to 
obtain career education and employmen t opportunities 
for their disabled sons and daughters. Parents must 
acquire certain skills to be successful in working 
cooperatively with school professionals and other 
agency officials to advance the work capacities of their 
children with special needs. 

NEXT STEPS: Planning for Employment is a 
fifteen-hour course designed by the Parent Educational 
Advocacy Training Center to assist parents in the long- 
range planning for their child's transition from school 
to work. 

The design of NEXT STEPS took over a year. Devel- 
opment activities included a review of the literature, as 
well as extensive interviews with parents, current and 
former special education students, special educators, 
vocational educators, vocational rehabilitation admin- 

continued on page 2 
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istnitors and counselors, job training six'cialists and 
employers. A ten-member advisory committee com- 
prised of parents, service providers and employers pro- 
vided ongoing consultation regarding appropriate con- 
tent and teiuhing methodology for ihc NEXT STEPS 
course. 

Roles for Parents 

Seven specific roles were identifial for parents as their 
children prepare for the transition from school to an 
employment setting. NEXT STEPS was developed to 
provide parents witli the necessary skills and informa- 
tion to fulfill the seven roles. A word of caution: wliile 
the roles parents may assume are numerous and critical, 
it is important to remember that nobody does it alL The 
strengths and necxls of individual children and the 
strengths* skills* time and energy limitations of indi- 
vidual parents determine which roles they will fulfill. 
The various roles which parents explore in NEXT 
STEPS: Phmtiuig for EmploymetitiucdcsL'jibed lx»low. 

I. Parents as Advocates for Career 
Education in the School Pro^'ram 
Oireer cxlucation is the process that prepares a stu- 
dent to participate in the wwlds of work, family and 
community life. It facilitates rach individuaKs jx^tential 
for economic, social and jXTSonal fulfillment. First 
advanced as a national concept in 1971, the initial flurry 
over the importance of career education quickly dimin- 
ished. Since then it has been incorporated into school 
curricula across the country only in a hapha/iifd way. 
However, the nation *s current employment forecasts 
and the demand for echicational accountability have 
renewx*d the career eduauion momentum. Valuable for 
all students, career education is particularly necessary 
for students in six*cial education programs. The present 
reality is that disabled students tend to live in more 
closed Vv orlds. They have few^r adult role models. With 
limited skills in incidental learning, these students need 
direct help to understand work possibilities and to 
create opportunities for real work experiences. 

During the NEXT STEPS course, parents learn the 
four stages of career education: career awareness, career 
exploration, career preparation and career placement. 
Parents, frequently concerned about the balance be- 
tween an academic and vocational curriculum, learn 
that career education does not necessarily replace the 
acadeniic program* Work related skills and experiences 
maybe infused into the academic program, or they may 
be taught at a separate time during the day. 

The U»S. Department of Education reports that fewer 
than five percent of the students receiving special educa- 
tion have a career education goal or objective written 
into their Individualized Education Program (lEP). 
Parents* awareness of the option for career education 
coupled with active participation in their children's 
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lEP meetings will change that statisti( . During the 
NEXT STEPS course, patents learn how^ to 'ntegnue 
the curricula and objec tives of the stages of Ccireeraluai- 
tion into their child's lEP. A 1984 Colorado Depart- 
ment of Education follow-up stud> of 234 special edu- 
cation students recorded the students' strong regret that 
'Vriticid community life skills" had not been a part of 
their education. Parents, recognizing the need for a 
functional, community-lxised career education curricu- 
lum, can become key players in bringing it about for 
their children and their school system. 

n. Parents as Providers of Unique Information 

Parents know niany things about their chilcbren that 
are never reflected in school or agency records. They 
know what motivates their children, sends them into a 
frenzy, or auches and sustains their attention. Parents 
have been in the business of reasoiKible accommodation 
for a long time. They have, by necessity, found practiad 
detours around roadblocks to achievement for their 
children. Such parental expertise is too valuable to be 
excluded from lEP and transition planning. Too often 
parents do not have confidence in the information they 
liave about their children. They don't feel skillful in 
talking about this information with service providers. 
During the NEXT STEPS course, participants develop 
a personal work profile of their children. The profile 
provides a framework for organizing parents' knowl- 
edge of their children to share with others in a concise, 
timely mariner. Using data from home observations 
and from school and agency records, parents record 
their children's personal tniits, interests, aptitudes and 
work adjustment skills. Definitions and examples of 
each are given below. 

• A personal trait is a distinguishmg quality or per- 
sonal characteristic. Examples im hide: 

1. prefers an orderly environment 

2. enjoys group activities 

3. curious alx)ut the w^ay things work 

4. follows the lead of otliers 

• An interest is a feeling of wanting to do or share in 
something. Examples include: 

1. watching and participating in sports 

2. playing with little children 

3. taking apart and putting together mechanical 
objects 

• An aptitude is a natural ability, talent, or capacity for 
learning. Examples include: 

1 . clerical aptitude (checking letters and numbers, 
matching names and numbers, math, reason- 
ing, etc.) 

2. fine eye-hand coordination (using small tools, 
tracing, copying, etc.) 

• Work adjustment skills are the behaviors and atti- 
tudes that enable a jx^rson to function in the role of 
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the /wkcr. Examples include: 

1 . (Ic{x*ndal)ilil\ (piuu malit\ , regulai attendance, 
keeps schedule, etc.) 

2. inter-personal relations (works without physi- 
cal interference to others, cooperates with super- 
visor, communicates adequately with cowork- 
ers, etc.) 

3. ix*rsonal apixummce (clean Ixxly, neat clothes, 
cut and coml)ed hair, etc.) 

The personal profile provides parents and others 
with organized information relevant to a student's f u ture 
role as a worker. This information often correctsout-of- 
date assumptions about whatachildcan or can't do and 
yields a more realistic picture of a student's employ- 
ment-related strengths and areas needing change. In 
this way, parents begin to \'iew and to articulate a sense 
of their son or daughter as a worker, rather than a youth 
with limited academic capabilities. 

Professionals in the employment training business 
know that a successful match of a job and a worker 
depends on accurate knowledge of an individual. Voca- 
tional rehabilitation professionals are turning more 
and more to informal assessments of a client's function^ 
ing in work related areas to determine eligibility and to 
formulate rehabilitation plans. Information provided 
by parents has proven to be important in special educa- 
tion planning; The practical insights and information 
parents have about their sons and daughters also is 
providing valuable as they work with professionals to 
plan and implement successful transitions from school 
to the workplace. 

III. Parents as Role Models 
Parents communicate both spoken and unspoken 
messages to their children about the value of work both 
inside and outside the home. Work is an individual's 
primary way of fulfilling the human demands for activ- 
ity, productivity, achievement and social interaction. 
For most people, work has more positive meaning than 
any other facet of life. By consciously emphasizing the 
benefits and responsibilities of work, parents of child- 
ren with special needs promote the imp>ortant assump- 
tion that their son or daughter will be a member of 
working society. When parents send the message, 
"There is a world of work out there and you are going to 
be a part of it," they enhance their children's self-image 
and encourage their interest in employment possibili- 
ties. 

During the NEXT STEPS course, parents consider 
the range of employment oppwDrtunities for their child- 
ren. They learn about the nineteen career clusters and 
specific job characteristics identified by the Department 
of Labor in the 1984-85 Occupational Outlook Hand- 
book, They become familiar with the work settings 
available for iheir children after they leave the secondary 
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school. Such work opportunities exist to greater or 
lessei degrees in various communities. These options 
range from least to most restrictive environments and 
include; 

1. Competitive Employment: Regular jobs paying at 
least minimum wage, in real work settings with 
non-disabled persons (can be full- or part-time 
jobs.) 

2. Post-Secondary Education: Formal education after 
high school that takes place in a four-year college 
or university, community college, post-secondary 
vocational school or through an apprenticeship 
program. 

3. Supported Work Model: A model of conipetitive 
employment that offers individualized job place- 
ment, job-site training and follow-up services for 
the employee by a professional job counselor. 
Follow-up services may be lifelong. Becoming 
more and more widespread, supported work is an 
innovative concept that provides individuals with 
moderate and severe disabilities the opportunity 
for competitiveemployment. It eliminates old ster- 
eotypes that assume people with certain disabili- 
ties or IQs are able to perform only the most 
simplistic jobs in an environment segregated from 
normal workers. 

4. Enclave: A group of disabled persons performing 
work in a regular place of business. The work is 
done in a segregated location within the business 
setting. Full supervision is provided by a service 
agenc>\ Salaries may be either regular wages or 
piece rate wages. 

5. Transitional Job Training: A relatively short-term 
program (under two years) designed to provide the 
vocational services necessary to help an individual 
obtain employment on a competitive basis. 

6. Sheltered Employment: Employment in a super- 
vised setting with client productivity equaling at 
least 50% of an average worker. In a shelterei^. 
workshop, workers with disabilities are segregated 
from non-disabled workers. Work is most often 
contract work with workers paid on a piece rate 
basis. 

7. Work Activity Centen A self-contained setting 
where staff members assist disabled persons with 
activities that emphasize vocational skill devel- 
opment and some commimity skill training. 

8. Developmental Center: A self-contained setting 
where staff members assist clients with personal 
care and maintenance and with the development 
of community living skills. A limited amount of 
vocational training is provided. 

Too often inappropi iate work-related behaviors pre- 
vent a disabled person who has masterd a specific voca- 
tional skill from successfully getting and keepinga job. 
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Work adjustment skills include work habits, self- 
confidence, interpersonal relations and reactions to 
authority. These work skills, behaviors and attitudes are 
too frequently missing in lEP planning and implemen- 
tation. Parents and professionals, wwking together to 
leach and rein force these associated work requirements, 
greatly increase a young adult's chances of getting and 
keeping a job. Parents are the primary' role models for 
their children in. the areas of work adjustment skills, 
behaviors and attitudes. 

IV. Parents as Case Managers 
Often the good intentions of agreements and colla- 
borative efforts l)etween various agencies are not fully 
met. As a result, parents find themselves with the 
responsibilities of suggesting, reminding, confirming 
and checking up. Service providers are busy. They enter 
at different points in a student's life. Teachers, counse- 
lors or trainers may have a long or brief relationship 
with a student or client depending on their own per- 
sonal and professional life changes^ The better grasp 
parents have on the total picture of their child's long 
range transition plan and on the participants responsi- 
ble for that plan, the less likely that important informa- 
tion, deadlines and opportunties will fall through the 
cracks. 

In the NEXT STEPS course, parents practice using a 
Career Education Planning Chart. Thi*^ form can serve 
as an informal transition plan to structure a smooth 
change from the school environment to the wwk envir- 
onment. As a management tool, it assists parents in 
their role as case managers by providing a framework 
for writing (1) brief statements describing their sons or 
daughters' work-related interests, aptitudes traits and 
associated work skills; (2) career education goals and 
objectives; and (3) an outline that identifies the roles and 
responsibilities of the student and parents as well as the 
educators and service providers. Including; these indi- 
viduals in the long-range planning can help to ensure 
that students with disabilities will have the necessary 
skills to move from school to work. 

V. Parents as Risk Takers 

How many times professionals are heard saying, 
"Oh, if those parents could just let go!" Letting go is the 
key to independence. Letting go provides children and 
* young adults with opportunities to use public transpor- 
tation, spend their own money, call a boy or girl on the 
phone, join Little League, attend the football game 
alone, etc., etc. Parents know that letting go is necessary 
for their children's growth and maturity, but letting go 
is hard to do. For too long, families have received much 
more information about the abilities and skills their 
children lack. After a lifetime of messages atout what 
their children can't do, parents need assistance to envi- 
sion what their children are capable of accomplishing 
in their adult lives. They need to learn that with 
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appropriate supports in place, theii children s strengths 
< an be tapped and their contributions to society can be 
realized. 

Recent studies ha\e indicated that the opposition of 
parents is an obstacle between their adult sons' and 
daughters' current placements in sheltered wwksliops 
and new opportunities for competitive employment. A 
recent conversation with a team of competent, caring 
service providers underscored this point. The staff was 
very excited about a community-based job for a twenty- 
seven year old client who had been in a sheltered work- 
shop for the past six years. The staff was also ver>' 
frustrated by the client's parents' lack of enthusiasm and 
an expressed disbelief that their adult son could succeed 
in the proposed job. The professionals felt angry 
because the parents were clinging to thr ^tatus quo, 
thereby standing in the way of an opportunity to pro- 
vide growth in their son in a much less restrictive 
environment. 

In talking with the staff, however, several critical 
questions arose. Were the parents aware that their son's 
Medicaid and SSI benefits would not be eliminated? 
Did the family understand that their son would have a 
trainer and friend to assist him every day in moving 
about on public transportation? Had the parents visited 
the job site? Did they know that a job coach would be 
with their son everyday? Had they met the job coach? 
Were they aware that their son's slot in the sheltered 
workshop would still be available to him if the new 
position didn't work out? The answer to each of these 
questions was either a definitive "No," or a fuzzy "We're 
not sure." It was readily apparent that while intensive 
preparation for transition had been completed with the 
young man, the family was not involved in the plan- 
ning. They were ieft with their many concerns 
unaddressed. 

Letting go is easier if parents are involved early as 
answers are found to the questions, "Letting go to 
where?" and "Letting go with the supports in place?" 
Some assurance of the continuity of the new and less 
traditional services allows parents more freedom to let 
go. 

VL Parents as Financial Planners 

It is encouraging to know that policy makers at the 
federal level are working to change the disincentives 
currently attached to federal financial assistance pro- 
grams. Also encouraging are the quality benefit 
packages becoming available to disabled persons 
participating in model supported work programs. 
Until financial disincendvesare removed, however, and 
unnl model programs exist in all communities, young 
adults with disabilities and their parents will condnue 
to make extraordinarily difficult decisions. They 
struggle to find a balance between the rewards of 
employment and the need for immediate and long term 
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financial security. Does Sally accept the minimum 
wage job that offers no medical benefits, yet causes the 
loss of her eligibility for Social Security Income and 
Medicaid? Or does she stay home with her SSI and 
medical insurance intact, with her daily routine lacking 
in the stimulation, growth and satisfaction that work 
provides? 

To make these difficult decisions, parents need assist- 
ance. They require help in gathering and understand- 
ing accurate information about eligibility requirements 
for financial assistance, and the benefits of paid versus 
non-paid work. With help from knowledgeable service 
providers, families can assess the costs and benefits of 
their sons* and daughters' becoming.'n^own children. In 
addition, professionals can inform parents about wills, 
trusts and guardianships. Once understood, this infor- 
mation helps parents establish guidelines for making 
important decisions regarding the financial needs of 
their sons and daughters throughout their adult lives. 
Most importantly, professionals can offer families their 
respect — respect for the individuality of family priori- 
ties, respect for the serious and difficult financial ques- 
tions families must address and respect for the solutions 
families finally reach in financial areas. 

VIL Parents as Program Advocates 

The full range of services special education students 
need to make successful transitions from school to work 
are nor yet in place. Career education is not infused into 
all school curricula. Few students with disabilities arc 
participating in regular voduional education pro- 
grams. Special cducation and voauional rehabilitation 
services seldom arc coordinated. Most communities 
have only sheltered employment options, accompanied 
by long waiting lists, for disabled citizens. Far, far too 
many disabled youths and adults sit at home or in 
institutions without meaningful employment and par- 
ticipation in community life. 

Many changes arc still needed, and parents are inte- 
gral to the process of change. As partners with educa- 
tors, service providers, employers and politicians par- 
ents can advocate for new ways to provide appropriate 
preparatory services for young people. Parents have 
proven themselves effective in lobbying for legislation 
and in shaping public policy. Vital involvement in the 
passage and maintenance of P.L. 94-142 earned parents 
a strong reputation. Additional challenges must now be 
met at the federal, state and local levels to ensure ade- 
quate programs in the community and in the local 
school systems. 

In the NEXT STEPS course, participants discuss 
specific strategies for change at the school, community, 
state and federal levels to promote career education 
programs. The list becomes long and overwhelming. 
So when considering the magnitude of the task, it is 
important to repeat the message: nobody does it all. 
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Many parents and professionals have given unending 
time and talents to the formation of P.L. 94-142. Con- 
tributions come in many forms, reflecting individual 
strengths, interests and needs. As classroom volunteers, 
letter-writers, public speakers, fund raisers, committee 
members, participants in lEP meetings, homework 
helpers, etc., these people link the intent of P.L. 94-142 
to the needs of individual children. Families, service 
providers and public officials, working together once 
more, will build on current accomplishments to create 
transition programs for disabled youth that are ethi- 
cally, developinentally and fiscally sound. 

Summary 

There is a growing national consciousness support- 
ing the rightful membership of persons with disabilities 
in the mainstream work force. As in other movements, 
the breakthrough will be complete only when equal 
employment opportunities for disabled persons are 
taken for granted by the citizen on the street. Disabled 
students, their parents, educators and other concerned 
persons are the force behind the current changes in 
attitudes and policies. To increase their effectiveness as 
promoters of change, these individuals require assis- 
tance in gathering pertinent information arid develop- 
ing appropriate skills. 

The NEXT STEPS course providesa way for parents 
to gain the necessary knowledge and skills to fulfill 
their needed roles in their children's passage to work 
and adult life. For example, one mother, after partici- 
pating in the NEXT STEPS course, stated, "I didn't 
have a vision of my daughter's work potential. Now I 
think I have a more realistic picture of her options and 
what we need to do to get there." A father commented, 
**My wife and I are now talking about long range plans 
. . . we hadn't talked to each other before about our indi- 
vidual hopes and concerns." Another person said, ''My 
autistic son is going to junior high school next year. 
You can be sure that his new lEP will include career 
eduaition goals and objectives." 

Currently, NEXT STEPS: Planning for Employ- 
ment is being conducted for parents by the staff of the 
Parent Educational Advocacy Training Center in Alex- 
andria, Virginia. In addition, seven parent-professional 
teams trained by the Parent Center to conduct NEXT 
STEPS are now giving the course in communities in 
Vermont, New Jersey, Maryland, South Carolina and 
Virginia. In November, 1985, additional teams will be 
trained to conduct NEXT STEPS: Planning for 
Employment. 



For f arther information about NEXT STEPS, con- 
tact the Parent Educational Advocacy Training Center, 
228 South Pitt Street, Suite 300, Alexandria, Virginia 
22314, Phone (703) 836-2953. 

5 
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A Bibliography for Career Education 

Directory of College Facilities and Sennces for the Han- 
dicapped, 1983. Available from Oryx Press, 2214 North 
Central at Encanto, Pheonix, AZ 85004. 

This directory lists, state-by-state and province-by- 
province, colleges and universities in the U.S. and 
Canada and their programs/accommodations for 
handicapped students. The directory was compiled 
from responding schools and includes both large and 
small colleges. Each entry includes information on 
level of degrees conferred, disabled student popula- 
tion, facilities, and special services available for han- 
dicapped students. 
A Directory of Public Vocational-Technical Schools 
and Institutes in the U.S.A., 2nd edition, 1984-85. Avail- 
able from Minnesota Scholarly Press, P.O. Box 224, 
Manhato, MN 56001. 

This directory lists public schools and institutes 
offering post secondary, non-degree occupational 
education. It provides nanies and addresses of 
schools, dir'^ctor's names and telephone numbers, 
and complete program/course listings. It is ar- 
ranged state-by-state and has an excellent index. 
A Guide to Post-Secondary Educational Opportunties 
for the Learning Disabled, Dian M. Ridenour, 1981. 
Available from Time Out to Enjoy, Inc., 715 Lake 
Street, Suite 100, Oak Park, IL 60301 

This directory is nationwide in scope (including 
Canada) and divided into sections containing var- 
ious programs, i.e., colleges with special formalized 
LD progriams; schools with a learning lab and a 
master's level teacher for LD; schools willing to make 
accommodations on a case-by-case basis. 
A National Directory of Four Year Colleges and Post 
High School Training Programs for Young People 
with Learning Disabilities, 1984. Available from 
Partners in Publishing, Box 50347, Tulsa, OK 74150 
This directory lists educational facilities that are able 
and willing to adapt curricula and give special atten- 
tion to students with perceptional disablities. 
Occupational Outlook f/andfeooA, U.S. Department of 
Labor, Bureau of Labor Statistics, 1984-85 edition. 
Available from (Bulletin 2205), Superintendent of Doc- 
uments, U.S. Government Printing Office, Washing- 
ton, D.C. 20402. 

The handbook lists occupations, grouped by career 
cluster, and gives a good summary for each includ- 
ing: what the work is like, education and training 
required, advancement possibilities, earnings and 
the job outlook. There is an introductory section 
forecasting what the future job market will look like. 

Of Work and Worth: Career Education for the Handi- 
capped, Pamela Gillet, 1981. Available from Olympus 
Publishing Company, 1670 East 13th Street, Salt Lake 
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City, UT 84105. 

An easy to read textbook which discusses aireer edu- 
cation planning and activities as an integral part of 
the education program in grades K-12. 
Preparing for the World of Work, Frank Gillet, 1983. 
$4.95. Available from F; R. Publications, 1103 St. Paul 
Drive, Merrill, WI 54452, (715) 536-2836. 

This workbook provides text and skill building exer- 
cises to acquaint the student with essential informa- 
tion concerning the work world. Topics such as 
Social Security, locating employers, job interviews, 
work permits and job responsibilities are includedi 
Resource Guide: Vocational Counseling for the Handi- 
capped, T. H. Hohenskil and C. Maddy-Bernstein. 
Available from Virginia Vocational Guidance Pro- 
gramsi College of Education, Virginia Tech, Blacks- 
burg, VA 24061 

An inexpensive resource guide including several 
hundred annotated listings of articles, books, audio 
visual materials, staff training materials and organi- 
zations concerned with career education of students 
with sf)ecial needs. 
See Me More Clearly, Joyce Slayton Mitchell, 1980. 
Available from Harcourt Brace Jovanovich, Inc. 757 
Third Avenue, New York, NY 10017 

A book written to help teenagers with physical dis- 
abilities become more financially and emotionally 
independent. Restoring, developing and maintain- 
ing a positive self-concept in order to make sound 
educational and career decisions is the dual purpose 
of this book, 

SU CCESS: Sources to Upgrade the Career Counseling 
and Employment of Special Students, J. H. Lombana. 
Available from Center for Studies in Vocational Educa- 
tion, Florida State University, Tallahassee, FL 32301 
S U CCESS consists of a series of handbooks that pro- 
vide practical information for school counsellors on 
the career guidance of disabled students. Each SUC- 
CESS handbook is concerned with a different handi- 
capping condition. 
What Do You Do After High School? Available from 
Skyer Consultation Center, P.O. Box 321, Rockaway 
Park, NY 11694. 

A nationwide guide to residential, vocational, social 
and collegiate programs serving adolescents, young 
adults and adults with learning disabilities. Original 
book lists over 350 programs, with a supplement 
listing an additional 150 programs. $29.95 for origi- 
nal and supplement: $12.95 for supplement only. 
Whatever You Decide, Jennifer Mohr, 1983. Available 
from Advocating Change Together, Inc., 1509 Nicollet 
Avenue, Minneapolis, MN 55403, (612) 874-1133. 
A workbook for teaching people who have mental 
retardation on how to make choices and assert 
themselves. 
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Parent Training Resources 

The Technical Assistance for Parent Programs 
(TAPP) Project, a project of the National Network 
of Parent Centers, recently surveyed the Parent 
Training and Information Projects nationwide to 
collect information on parent training activities 
dealing specifically with the transition of young 
people with disabilities from school to world and 
life in the community. The following parent pro- 
jects are particularly concerned with promoting 
parent involvement in assisting students with dis- 
abilities to be prepared for and find appropriate 
employment: 

Parent Information Center of Delaware, Inc. 

Patricia Gail Herbert, Project birector 

193 West Park Place 

Newark, DE 19711 

(302) 366-0152 
A five-month workshop teaches parents to clearly iden- 
tify vocational needs, incorporate vocational infor- 
mation into the lEP, and identify and use all relevant 
state resources for young adults ages 16-21. 

Parents Educating Parents Project/ 
Association for Retarded Citizens 

Mildred J. Hill, Project Director 

1851 Ram Runway, Suite 102 

College Park, GA 30337 

(404) 761-2745/761-3150 

Contact Person: Carla Putnam 
A full-day workshop describes all relevant federal, state 
and local services and how to access them. A "Consu- 
mer Guide to Vocational Opportunities" is being devel- 
oped to accompany the workshop. 

Coordinating Council for Handicapped Children 

Charlotte Desjardins, Project Director 

2208 State Street, Room 412 

Chicago, IL 60604 

(312)939-3513 
A four-hour workshop on transition is conducted 
annually. A weekly basic training workshop of four to 
five hours includes transition and employment related 
information. Supplemental materials accompany lx)th 
types of workshops. 

PARENTS+PLUS/Kentucky Coalition for Career 
and Leisure Development 

366 Waller Avenue, Suite 119 

Lexington, KY 40504 

(606) 278-4712 
Monthly trainings equip parents to identify arid access 
adult services, become familiar with eligibility require- 
ments, and to assess functional skill level for their child- 
ren. Legislative issues, adaptive devices and parents* 
future planning are discussed. 
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PACER Center, Inc 
Marge Goldberg and Paula Goldberg, 
Project Directors 
4826 Chicago Avenue South 
Minneapolis, MN 55417 
(612)827-2966 

Contact Person: Marge Goldberg 

A workshop is being developed and piloted which 
focuses on special education, vocational education and 
rehabilitation. It will inform parents about programs, 
opportunities, issues and guidelines. A direction service 
guide on transition is being developed for state depart- 
ments of education. 

New Hampshire Parent Information Center 
Judith Raskin, Project Director 
P.O. Box 1422 

Concord, New Hampshire 03301 

(603) 224-7005 
Three major projects include Vocational Advocacy 
Training, and Annual Conference which includes sev- 
eral workshops on transition and follow up sessions for 
individuals, and "Building," a workshop series. The 
Vocational Advocacy Training is 65 hours long and 
includes information on vocational education, assess- 
ment, rehabilitation, post high school opportunities, 
list of colleges and schools which provide jobs. ''Build- 
ing" includes 3 hours on transition issues. Hand- 
outs include a checklist of vocational assessment com- 
ponents and vocational options. 

Western New York Association 
For the Learning Disabled 
Donald N. Policella, Project Director 
190 Franklin Street 
Buffalo, New York 14202 
(716) 866-1135 

Contact Person: Joan M. Watkins 

"Managing Transition," an eight-week training (2Ji 
hours per week), describes what local agencies do and 
do not provide. An on-the-job training program helps 
parents find out about the next step of their child's 
program and the people who will be instructing. Spe- 
cific transition information needs of participants are 
addressed. 

Southv/est Ohio Coalition for 
Persons with Disabilities 

Thomas Murray, Project Director 

3333 Vine Street 

Cincinnati, Ohio 45220 

(513) 861-2400 
Two major workshops for parents and professionals 
focus on the need for a functional curriculum starting at 
an early age, to actually getting a job. Teams are deve- 
loped to explore transition strategies. Included on team 
are parents, special education directors, teachers, 
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SpC board members. In aJdition to the workshop for- 
mat, a transitional model program is being de\'eloped 
to provide service to sixty people with disabilities. 

Ohio Coalition for the Education of 
Handicapped Children 
Parent/Educator Team Training Project 
Margaret Burley, Project Director 
933 High Street, Suite #200H 
Worthington, Ohio 43085 
(6L4)43M370 

Contact Person: Ellen L. Combs 
The project is planning a transition "Kickoff * Confer- 
ence with the Governor's Special Education Advisory 
Council for October, 1985. This conference will develop 
a list of recommendations for the Superintendent of 
Public Instruction to be incorporated into a state action 
plan. The conference will follow a two-day workshop 
format, with the first day devoted to the presentation of 
existing, exemplary vocational education and transi- 
tion programs. These examples will serve as a basis for 
developing the list of recommendations for the state 
superintendent. It is anticipated that this conference 
will be the forerunner of many regional conferences 
held throughout the state. 

Vermont Vocational Training Network 

Joan Sylvester, Project Director 

Vermont Association for Retarded Citizens 

ChampIainMiII#37 

Winooski,VT 05405 

(802)655-4016 

Contact Person: Connie Curtin 

A project has been developed for parents, consumers 
and professionals to establish a statewide training net- 
work in transition, to develop and disseminate training 
materials and to conduct training workshops. This pro- 
ject emphasizes the need for communication, coopera- 
tion and collaboration among parents, consumers edu- 
cators and adult service providers. 

Federation for Children with Special Needs 
312 Stuart Street, 2nd Floor 
Boston, Massachusetts 02116 



Washington, PAVE 

Martha Gentili, Project Director 

1010 South I Street 

Tacoma, WA 98405 

(206) 272-7804 

Contact Person: Jo Butts 
Parent programs on formal transition planning are 
operating at two high schools. At the request of parent 
groups, PAVE presents a two-hour session on planning 
ahead, supplying specific packages of materials. Each 
session is tailored to the specific needs of ihe parent 
group. A pilot program is also being developed with 
Vocational Rehabilitation and Special Education. 

Parent Education Project 

Liz IrA^in, Project Director 

c/o United Cerebral Palsy 

154 West Wisconsin Avenue, Room 308 

Milwaukee, WI 53202 

(414)272-4500 

"Looking Ahead,** a ten-hour workshop, i? designed to 
make parents aware of the career education process, 
increase their awareness of the importance of vocational 
objectives in the lEP, familiarize them with the adult 
service delivery system, and identify ways to encourage 
school systems and adult service systems to meet stu- 
dents* needs. 



Nonprofit Organization 
U.S. Postage 

PAID 
Boston, MA 
Permit No. 50539 




The National Network of Parent Centers is coordinated 
by the Federation for Children with Special Needs 
312 Stuart Street, Boston, Massachusetts 02116 

Martha H. Ziegler, Executive Director 
Janet R. Vohs, Editor 

This joun^l is prepared under Grant No. 029PH40047, 
awarded by the office of Special Education, U.S. Department of 
Education. Grantees undertaking such projects under govern- 
ment sponsorship are encouraged to express freely their judg* 
ment in professional and technical matters. Points of view or 
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